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The study aims to understand if and how older people with an intellectual disability are 
involved in the decision to change place of residence, the relationship between this 
choice opportunity and choice in other areas of life and how both choice and moving 
impact on health service utilisation.  
 
National policy promotes the closure of congregated living for people with ID. For people 
who live with family, longer life expectancy presents different challenges in preparing 
for later life living arrangements. This context provides strong rationale for current 
study.  
 
The research design consists of three main elements; (i) a content analysis of relevant 
health and housing policies; (ii) a systematic review of healthcare utilisation models; and 
(iii) quantitative analysis of the Intellectual Disability Supplement to the Irish 
Longitudinal Study on Ageing (IDS-TILDA)  
 
The data analysis showed three types of moves made by IDS-TILDA participants – more 
restrictive, more community based and lateral moves (which represented the majority). 
The main drivers for change differed by type of move but the predominant stakeholder 
in these decisions was the ID service provider.  
 
 In conclusion, the duality of home and health for people with ID was evidenced across 
the various elements of the analysis with the quantitative analysis demonstrating that 
people with ID continue to be excluded from decisions on major life events and 
transition points such as moving home, and that regardless of type of living arrangement 
and type of moves made by movers, that many older people with ID continue to have 
choice for everyday and key life decisions made by someone else.  This has implications 
for future health and housing policy and the need for complementarity in policy 
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CHAPTER 1 INTRODUCTION 
 
People with an intellectual disability are under-represented in health research (1). Two 
gaps in knowledge identified by Andersen (2013) are: 1. Data on health of people with 
intellectual disability compared with population without intellectual disability living in 
same community 2. Data on health of people with intellectual disability living in 
community but not known to service providers (2).  Krahn and Fox (2013:5) state that, 
“Health services research is an important methodological advance for the study of the 
health of people with intellectual disabilities” (3). While, Graham (2005) suggests that 
“As a first step, the boundaries between public health research and the study of 
intellectual disabilities need to be breached, to begin the task of understanding how the 
health of intellectually disabled people from before birth and across the lifecourse, is 
compromised by social disadvantage”(4). Research priorities for people with ID include 
‘identifying barriers in accessing health services at different levels” and examining 
‘impact on people with disabilities of poor or no access” (5). 
 
The specific group of interest for this research study is people ageing with an intellectual 
disability In Ireland. Unique challenges exist in terms of service delivery and policy for 
those ageing with a disability. Not least the fact that ageing and disability services have 
traditionally developed independently from one another with policy and service 
provision continuing to operate on silo basis. Issues of choice, involvement in decisions 
and the meaning of home are explored as well as the policy directive of moving from 
institutional setting to the community for all people with an intellectual disability. A 
comparison of health and health service utilisation will be made between older people 
with an intellectual disability living in different residential settings as well as with older 
people in the general population living in the community.  A life course framework will 
guide this research due to evidence that events or circumstances from early life impact 
on people in later life and in particular, impact on health in later life(6).  
1.1 MAIN RESEARCH QUESTION AND STUDY AIM  
The main research question is, during a time of housing relocation and transition, what 
are the drivers for change in living arrangements for older people with an intellectual 
disability in Ireland, where does the individual fit within this transition process and what 
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are the implications for health service utilisation?  The study aims to understand if and 
how older people with an intellectual disability are involved in the decision to move 
place of residence, the relationship between this choice opportunity and the 
opportunity for choice in other areas of life and how both choice and moving impact on 
health service utilisation. 
1.2 SPECIFIC STUDY OBJECTIVES  
1. To explore the policy context for housing and health for older people with an 
intellectual disability in Ireland; 
2. To explore how a life course approach can inform an understanding of health 
care utilisation for older people with an intellectual disability? 
3. To explore the health profile of older people with an intellectual disability 
across a range of living settings and to compare these health profiles with the 
general older population; 
4. To examine the process of moving for older people with an intellectual 
disability and explore the role of the individual in the decision process; 
5. To explore if people who were involved in the decision to move are healthier 
and happier post move compared with those who were not involved in the 
decision to move; 
6. To explore the choice experience of older people with an ID and changes that 
occur in this experience over time; 
a. To explore choice experience for total sample of older people with ID at 
wave 1 and wave 2; 
b. To examine the psychometric properties of the daily choice inventory 
scale; 
c. To explore experience of choice for movers at time 2 compared with 
time 1; 
7. To examine overall health and well-being indicators of movers post move;  
8. To examine if differences exist in the experience of choice, health and well-
being for movers and non-movers; by overall mover group as well as by type of 




1.3 STUDY RATIONALE  
Recent policy initiatives by the Health Service Executive (HSE) (2011) and Department of 
the Environment, Community and Local Government in conjunction with the 
Department of Health (2011, 2012) emphasise the need to provide alternative living 
options for people with an intellectual disability(7-9).  In particular there is a focus on 
moving from congregated residential living arrangements to smaller community based 
living for people with an intellectual disability. 
 
In addition, the longer life expectancy of people with ID presents challenges in preparing 
for later life living arrangements. The majority of people with ID in Ireland are living with 
family(10) with parents and in particular, the mother traditionally performing the 
primary carer role. As life expectancy for people with ID continues to increase, people 
with ID are beginning to outlive their elderly parents. This prompts a need for change in 
living and caring arrangements. For some the caring role falls to siblings, but this option 
is not always available or possible. Thus, a change in residence is likely to occur for some 
people with an ID due to change in family caring status. Overall, there is a dearth of 
information on the nature, rationale and process of moves being made by people with 
ID in Ireland.  
 
1.4 CONTRIBUTION TO KNOWLEDGE 
The focus on the transition experience to new living arrangements for people with 
disabilities and in particular people with intellectual disability as they age is timely. 
Through this research project it will be possible to track if changes in living arrangements 
are occurring, the type of changes occurring, how change occurred and the experience 
of preparing and making transitions by people with intellectual disability as they age. In 
particular, there will be an emphasis on the role of the person with intellectual disability 
in the decision to move and the level of choice experienced. The research is expected to 
inform policy and practice in relation to supporting people with disabilities to transition 
to new living arrangements in line with transitioning through the health system and the 
impact of the transition experience on key life domains.  
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1.5 THESIS STRUCTURE 
The thesis is structured into five sections (A-E), each of which is outlined below and a 
brief overview of the content provided.  
 
Section A: Introduction and context 
Chapter 1: Introduction 
The present chapter provides an overview of the thesis as a whole, the structure of the 
thesis as well as definitions of key terms that will be referred to throughout.  
Chapter 2: Policy 
Chapter two addresses first objective ‘to explore the policy context for housing and 
health for older people with an intellectual disability in Ireland’.  IDS-TILDA data was 
collected and analysed in a changing policy environment with key housing strategies 
published between 2010 and 2013. This chapter discusses the policy landscape in 
Ireland, preceding and during data collection. Acknowledging the interconnectedness of 
health with housing, particularly for people with ID, a critique of housing and health 
policy is presented. This took the form of a content analysis of policy ‘on the books’, 
using the Equiframe tool(11). Based on values of human rights, the framework enabled 
the researcher to assess the extent to which current housing and health policies in 
Ireland are inclusive of people with intellectual disability and are cognisant of their 
particular needs, as well as the role of national policy in the moving process for people 
with an intellectual disability and where people with ID fit within policy.  
 
Section B: Literature and theoretical underpinnings  
Chapter 3: Conceptual model 
The study is guided by a life course framework. A description of the life course and what 
it means for people with disabilities is provided in chapter 3. The life course framework 
serves two functions in this thesis: 
1. informs the research process in terms of what factors research is looking for 
and what is analysed 
2. as a framework used to structure the thesis.  
Chapter 4: Literature review 
Specifically related to the research question and under the four life course themes, 1. 
human agency, 2. location, 3. temporality, 4. relationships and interdependencies, 
27 
 
chapter four presents a discussion of choice, the meaning of and change of home, health 
and ageing, health service utilisation and the role of family and support as experienced 
by people with intellectual disability. The topic of health service utilisation is addressed 
in greater detail in Chapter 5 which presents a systematic review of health service 
utilisation frameworks. 
Chapter 5: Health care utilisation frameworks 
General review of the health service utilisation (HSU) literature shows clear dominance 
of the Andersen Behavioural Model (12, 13). The aim of the current systematic review 
was to identify and examine the range of frameworks, in addition to the Andersen 
Behavioural Model, that have been used to study health service utilisation. Framed by a 
life course perspective, the meta-synthesis identifies gaps in current HSU models in 
understanding the HSU experience for people with ID in particular in the context of a 
major life event and potential transition, that is, change in living arrangement.  This 
addresses objective two.  
The findings from the literature and systematic review encased by a life course 
perspective, informed the approach to the quantitative analysis (Chapter 7) as well as 
aided the interpretation of findings (Chapter 8). 
 
Section C: Methodology 
Chapter 6: Methodology 
Chapter six presents the methodology used to answer the specific research question and 
objectives 3-8 above. Rationale for the study and justification for choice of data used are 
given. Description of the overall study design and ethical considerations as well as the 
specific contribution to each made by the researcher is provided. Detail of the measures 
used and analysis undertaken is presented.  
 
Section D: Findings 
Section D presents the findings from the quantitative data analysis of wave 1 and wave 
2 IDS-TILDA study; matched dataset of older population with and without ID; and 
matched dataset of movers and non-movers within the IDS-TILDA sample. The analysis 





Chapter 7: Temporality and location 
Objective 3: To explore the health experiences of older people with an intellectual 
disability across range of living settings and to compare these health experiences with 
general older population 
Chapter 8: Relationships and interdependencies and human agency 
Objective 4: To examine the process of moving for older people with an intellectual 
disability and explore the role of the individual in the decision-making process 
Objective 5: To explore if people who were involved in the decision to move are 
healthier and happier post move compared with those who were not involved in the 
decision to move 
Chapter 9: Human agency 
Objective 6: To explore the choice experience of older people with an ID and changes 
that occurs in this experience over time including sub-objectives: 
a. To explore choice experience for total sample of older people with ID at 
wave 1 and wave 2; 
b. To examine the psychometric properties of the daily choice inventory 
scale; 
c. To explore experience of choice for movers at time 2 compared with 
time 1; 
Chapter 10: Human agency, temporality and location 
Objective 7: To compare health and well-being of movers post move compared with 
time 1; 
Objective 8: To examine if differences exist in the experience of choice, health and well-
being for movers and non-movers; by overall mover group as well as by type of move 
made.  
 
Section E: Discussion and conclusion 
11. Discussion 
Chapter eleven draws together the findings of the quantitative analysis (objectives 3-8), 
policy analysis (objective 1) and systematic review (objective 2) to respond to the main 
research question. Potential explanations and implications of these findings are 
provided. Areas for future research are indicated throughout the chapter with a 
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summary of all recommendations for future research presented at the end of the 
chapter. Limitations of the current study are also noted.  
 
12. Conclusion: Study contribution and researcher reflections 
Chapter twelve highlights the contributions made by the study at a research and policy 
level specifically. Researcher reflections recorded during the research process are 
presented.  
 
Before proceeding to the main body of the thesis please find below definitions of key 
terms that will be referred to throughout.   
 
1.6 DEFINITIONS  
Working definition of ID for this PhD: 
To accurately build a picture of choice and transition and the relationship with health, 
well-being and participation outcomes, clarity on what is meant by ‘intellectual 
disability’ is needed. Fujiura (2003) states that “An intellectual disability is whatever one 
decides it should be for the particular issue at hand. Definition should be guided by 
context”(14). In line with recommendations by Emerson and Heslop (2010), it is possible 
to outline a working definition of intellectual disability to guide identification and 
provide some consistency and transparency in who and how people are being identified 
as having intellectual disability, particularly in using data from a number of data sources 
(15).  
 
The NIDD uses the ICD-10 definition of intellectual disability and records level of ID as 
mild, moderate, severe and profound. Intellectual disability in this system is based on 
assessed need and diagnosis. The specific diagnostic category or condition is not 
recorded on the system. Subsequently the definition of intellectual disability for IDS-
TILDA is directly linked to its sampling frame, the NIDD, with IDS-TILDA incorporating an 
age dimension, in that it includes older people with an intellectual disability and sets the 
age boundary as 40 years and over. The earlier onset of the ageing process for people 
with ID is recognised in the international evidence (16, 17). This has implications for 
when and what services and supports people with ID require as they age. Implicit within 
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the present definition of ID is the inclusion of people linked with services; either in 
receipt of services or having been assessed for need for future services. A core element 
of this thesis is the concept of ‘movers’ and this required defining also. 
 
Definition of health service utilisation or access  
Donabedian (1972:111) wrote that “The proof of access is use of services, not simply the 
presence of a facility”(18). Access is considered a complex, multi-layered concept(19, 
20) and there has been much debate in the literature as to whether it is the same or 
different to the concept of utilisation. The terms are often used interchangeably (21) 
with utilisation data inappropriately analysed as a measure of access(22). Utilisation has 
been defined as:  
 an outcome of access (23),  
 ‘proof of access’(18),  
 an element of access in the greater scheme of ‘fit’ between need and system 
factors proposed by Penchansky and Thomas 1981 (24), 
 in terms of ‘accessibility’ (25) as in “to ability of someone to move to, reach, 
navigate and enjoy a service “ (26),  
 “the amount of care received”(27),  
 as realized access in that an individual actually receives/uses health services 
(13, 19).  
Much recent work in health services utilisation research has distinguished between use 
and service access but inconsistency in defining(13, 19, 20, 28, 29) and measuring 
utilisation persists (20, 22).  
 
The present study is concerned with actual use of health services or what is referred to 
in the literature as ‘realized access’. The drivers and predictors for use of services are 




CHAPTER 2 POLICY 
2.1 INTRODUCTION  
The aim of the current research study is to understand if and how older people with an 
intellectual disability are involved in the decision to move, to explore the relationship 
between this decision and the opportunity for choice within other aspects of life and 
how both choice and moving impact on health service utilisation. Addressing the first 
objective of this study, this chapter explores the role of national policy in this moving 
process for people with ID and specifically it seeks to provide a context for 
understanding and interpreting the quantitative analysis of IDS-TILDA data (presented 
in Section D).  
The policy analysis examines the potential for Irish ‘policy on the books’ to act as a driver 
for change in living arrangements for people with ID; the type of change promoted 
through policy and the extent to which people with ID are included in these policies.  
What does policy say about where people with an intellectual disability should live? How 
inclusive are policies of people with intellectual disability? Does choice and autonomy 
feature in policy? Acknowledging the interconnectedness of health with housing, 
particularly for people with ID, a critique of housing and health policy is presented.  
 
To begin the chapter provides an overview of the international and Irish disability policy 
context. This sets the scene for the specific discussion and critique of health and housing 
policies. Equiframe was the content analytic tool employed for this policy analysis(11). 
The second section of this chapter describes the rationale and process of this 
methodological approach followed by presentation and discussion of the findings. 
Equiframe enabled the researcher to assess the extent to which current housing and 
health policies in Ireland are inclusive of people with intellectual disability and are 
cognisant of their particular needs, as well as the role of national policy in the moving 





2.2 THE POLICY SETTING 
Disability policy has evolved as a field of social policy in its own right (30). Emerging in 
the 1970s policy aimed “to compensate for the presumed limitation of individual 
disabled people”(31), more recently disability policy has taken a rights based 
perspective (31, 32). This rights based focus is epitomised in the United Nations 
Convention on the Rights of the Disabled Person (2007)(33).  
 
2.2.1 THE UNITED NATIONS CONVENTION ON THE RIGHTS OF PERSONS WITH 
DISABILITIES (UNCRPD)  
The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) is an 
international convention promoting equal rights for people with disability. The 
Convention is said to have “set the disability policy agenda for the years to come”(32) 
and “should now be considered an overarching priority by organizations and individuals 
committed to improving the quality of life of people with disabilities”(34). This is a 
monumental move in how the rights of people with disabilities are viewed. People with 
disabilities continue to encounter many barriers to participation and discrimination to 
living full lives and the Convention is a commitment from countries who adopt it to 
ensure equal rights, access and opportunity for people with disabilities across all aspects 
of life. Ireland is a signatory to the UNCRPD since 2007.  
Although ratified by the EU in 2011, Ireland has been slow to complete the ratification 
process. This is a clear expression of disconnect between EU and national level policy. 
The enactment of the Assisted Decision (Capacity) Bill 2013 is seen as key to the 
ratification process in Ireland(35, 36); but even with ratification, implementation and 
enforcement of rights is dependent on the national government (37).  
Articles in the Convention of particular relevance to the current study include Article 25 
Health; Article 28 Adequate standard of living and social protection; Article 9 
Accessibility; Article 19 Living independently and being included in the community. 
The Convention promulgates access to health and housing as rights to which people with 
disabilities should not be precluded.  In addition, to “recognizing the importance for 
persons with disabilities of their individual autonomy and independence, including the 
freedom to make their own choices”(33). It calls for the Government to legislate to 
ensure the rights of people with disabilities to make decisions that affect their lives(35). 
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Despite the delay by the Irish Government to ratify the Convention, nationally there has 
been policy shifts in the housing (see table 2.1) and health (see table 2.2).  
First, an overview of disability policy in Ireland provides a backdrop to these more recent 
shifts in health and housing policy.  
 
2.2.2 IRISH DISABILITY POLICY CONTEXT  
It is important to note that as an EU member state, Ireland’s national policy process is 
influenced by EU level or “supranational” level (32) policy. A previous review of policy 
notes that EU policy is not always evident in the national policy landscape and national 
policy can continue to emerge despite EU level diktats (38). It is beyond the scope of this 
project to analyse EU level policy and/or the interaction with Irish national policy. For 
the purposes of this research, the term disability policy will be used to refer to 
overarching policy with people with disability as a central focus and which crosses 
sectors and will include Irish policy only.  
 
2.2.2.1 Overview  
In 1993 the Government set up the Commission on the Status of People with Disabilities 
to review, investigate and report on life for people with disability in Ireland. ‘A Strategy 
for Equality’ published in 1996 was the key output from that process and highlighted the 
challenges and barriers encountered by people with disabilities as well as the changes 
recommended. Some of the areas addressed in the report were legal status, policy and 
services, access, education, health, housing, sexuality and technology, to name a few 
(39). There has been no cohesive evaluation of the implementation of this Strategy to 
date.  
 
‘Towards an Independent Future: Report of the Review group on Health and Social 
services for People with Physical and Sensory Disabilities’ was a second important 
publication in 1996 (40). This report, as well as the Commission report, identified the 
need for data and the importance of establishing regular data collection efforts to 
identify specific needs of people with disabilities (Review Group, 1996). This led to the 
establishment of the National Physical and Sensory Disability Database (NPSDD) to 
collect data on the specialised service needs of people with physical and sensory 
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disability(41). Established in 1998, it was preceded by the National Intellectual Disability 
Database (NIDD) in 1995 and provides service planning information for people with an 
intellectual disability (42).  
 
The National Disability Strategy (2004) was another landmark policy with the potential 
to influence substantial change to the lives of people with disabilities(43). Through the 
strategy responsibility for addressing the needs of people with a disability moved 
outside the confines of the health sector. Involvement of Government Departments 
with remit for transport, environment, health, enterprise and trade, communications 
and social protection promulgated a cross sector, multi-pronged approach.  
 
A legislative foundation for rights in the form of the Disability Act (2005)(44), specific 
actions on provisions for advocacy services and commitment of multi-annual funding 
were some elements of this Strategy. It was also the impetus for the first ever National 
Disability Survey in 2006(45, 46). The implementation plan for the National Disability 
Strategy 2013-2015, highlights links with policy initiatives in health and housing relevant 
to people with disabilities, including the Congregated Settings Report(7), the Healthy 
Ireland Strategy (47) and the National Positive Ageing strategy(48). The implementation 
plan consists of four high level goals – equal citizens; independence and choice; 
participation; and maximising potential.  
 
The nature of service provision, both residential and day services were addressed 
through the HSE time to move on from Congregated Settings Report (2011)(7); HSE New 
Directions review of HSE day services (2012)(49) and the Health Information and Quality 
Authority (HIQA) National standards for Residential Services for children and adults with 
disabilities (2013)(50). In recent months, there has been increased media attention on 
the negative findings of inspection reports of these residential settings(51) and the 
implications for the human rights of people with disabilities. Further examination and 
review of service provision and policy, in particular the financing and structure of 
disability services was led by the Department of Health in conjunction with a multi-
stakeholder working group, reported in the ‘Value for Money and Policy review of 
Disability Services and Policy’ (2012)(52). Increasing transparency, improving access as 
well as developing outcome indicators to be tracked are central components of the 
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report.  The on-going work on bringing forward the enactment of The Assisted Decision-
Making Capacity Bill and continued reports by HIQA in standards will shape and inform 
the future policy landscape for people with disabilities.  
 
2.2.2.2 Housing and health policy  
Preceded by the National Disability Strategy and following the signing of the UN 
Convention, national housing and health policy has pushed the agenda for change for 
people with disabilities.  Most developed countries are at some stage of de-
institutionalization, moving people with disabilities, in particular people with an 
intellectual disability, to more community based settings. In 2011 two major housing 
policies for people with disabilities were published – the HSE Report on Congregated 
Settings(7) and the National Housing Strategy for People with Disabilities(8). The 
National Housing strategy was followed by publication of an implementation plan in 
2012(9).  The overall aim of these policies was to reshape the nature of where people 
with disabilities live and supports required to live there, with the central goal of 
community based living for all. Both are disability specific policies and separate housing 
policy documents do exist. The most recent, Social Housing 2020 was published at the 
time of a major housing crisis in Ireland and the increasing numbers of people homeless 
or at risk of homelessness(53). The National Housing Strategy for People with Disabilities 
and Congregated Settings report (in addition to A Vision for Change – strategy for mental 
health and the Value for Money Review of Policy and Services for People with 
Disabilities) are referenced in Social Housing 2020 as key mechanisms by which housing 
for people with disabilities should be addressed and does not include anything new for 




      Table 2.1 summary of selected housing policies 
Housing policy Who? What? Why? 









People with a 
disability living in 
congregated settings 
are focus of this 
policy. A congregated 
setting is one where 
ten or more people 
live.  
Strategy to address 
housing needs of 
people with 
disabilities living in 
congregated settings 
 
Housing people with disabilities in a 
congregated setting means Ireland is in breach 
of UN Convention. In Ireland, there is estimated 
to be just over 4000 people with disabilities 
living in congregated settings. Recommend 




People with a 
Disability 2011-







People with a 
disability in general 
although people with 
an intellectual 
disability are 
highlighted as a 
special case with 
specific housing 
needs. 
Strategy to address 
housing needs of all 
people with 
disabilities as people 
with disabilities 
historically excluded 
from private rental/ 
property market  
“The strategy’s vision is: To facilitate access, for 
people with disabilities, to appropriate range of 
housing and related support services, delivered 
in an integrated and sustainable manner, which 
promotes equality of opportunity, individual 
choice and independent living” (p7). Impetus 
for the strategy was set out in Towards 2016 
and underpinned 2007 housing policy 
statement ‘Delivering Homes, Sustaining 
Communities’. 







Within health, there is no specific policy for people with disability or people with an 
intellectual disability specifically. The most recent national Health policies are the 
Healthy Ireland Strategy and the Positive Ageing Strategy, both launched in 2013. These 
were followed by the Government White Paper on Universal Health Insurance in 2014. 
The White Paper addresses the funding of health services as opposed to structure of the 
health system. For this reason, the analysis also considers The New Directions: Primary 
Care Strategy published in 2001. This is the most recent guidance on structure and 
delivery of health care in the community and recommends restructuring delivery of 
health services through primary care teams within primary care networks.  To date the 
complete implementation of primary care networks and teams has not been achieved 
nationally.   
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Table 2.2 summary of selected health policies 
Health policy Who? What? Why? 






Need for specialist 
disability teams in the 
community noted 
Policy for the organisation 
and delivery of primary 
health care services  
Aim to restructure primary care services, 
focus on integration & co-ordination of 
delivery & reduce reliance on secondary 









Whole population “A Healthy Ireland, where 
everyone can enjoy 
physical and mental health 
and well-being to their full 
potential, where well-
being is valued and 
supported at every level of 
society and is everyone’s 
responsibility” 
To address poor health and poor health 
behaviours to reduce future health costs 
and increase health of the population 
White paper on 
Universal Health 
Insurance (2014)  
(55) 
Whole population Restructure health system 
from perceived two-tier 
system to single tier health 
system through universal 
health insurance  
Current health system assessed as 
unequal. 
“To develop an efficient and effective 
single-tier health service which promotes 
equitable access to high quality care on 
the basis of need” (p17). 
National Positive 
Ageing Strategy 
Ireland (2013)  
(48) 
Older people  Presents a vision for 
ageing/ growing older in 
Ireland  
Seeks to promote well-being, quality of 
life and health of older people in Ireland 
and making Ireland a good place to grow 
old. Implementation plan was due to be 
published in 2014 but status unclear. 
39 
 
The impact of the moving process on health and well-being involves not only 
consideration of the housing policy but the health strategies that are in place to support 
successful re-housing. Health is impacted by social determinants of health(56) with 
housing identified as an important non-medical determinant of health within the Social 
Determinants of Health Framework (57). These social determinants of health lead to 
inequity in the health experience and health outcomes. These are modifiable factors and 
as such it is possible to address inequities, which stem from these non-medical 
determinants of health. Policy has a role in addressing inequity in health (10) both at an 
international and national level.  
2.2.3 POLICY TIMELINE 
Overview of policy timeline is presented in Appendix A1. It highlights the range of policy 
and legislative developments from 2001 to present day. Initially, 2004 was the starting 
point for review due to the National Disability Strategy but is extended to 2001 to 
include the most recent primary care strategy. Also, included within this timeline are 
data collection points for the data sources that are analysed as part of this PhD study 
(National Disability Survey 2006; Wave 1 IDS-TILDA 2010; Wave 2 IDS-TILDA 2013).  
 
2.3 METHODOLOGY – A CONTENT ANALYSIS  
Approaches to policy analysis are varied and the selected approach should be informed 
by the purpose of the analysis and specific question to be answered. Policy analysis can 
be retrospective, taking place after policy development and evaluating the process of 
development, implementation and outcomes of the policy(58), or analysis can be 
prospective, informing this process of development (59). It can be understood in terms 
of “analysis of policy” compared with “analysis for policy”(60). “The variety and multi-
faceted nature of policy analysis makes it clear that there is no single, let alone ‘one 
best’, way of conducting policy analysis” (61). As Collins (2005) explains, “Policy analysis 
is a generic name for a range of techniques and tools to study the characteristics of 
established policies, how policies came to be and what their consequences are”(62). 
 
The policy analysis triangle (58, 63) is a useful framework which identifies the core 
aspects of policy that may take the focus of the analysis – context, content, actors and 
process. While the policy triangle looks at the interaction of the four elements, the 
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Stages model prioritises the phases through which the policy was developed (63), space 
analysis focuses on the broader policy context (64) and the Network approach is 
concerned with the interactions between actors in the process (63). Stakeholder analysis 
is a form of analysis that also focuses on the people involved; the aim is to identify and 
understand the range of actors involved in and influencing policy, and can be 
prospective and retrospective (65).  
 
Content is one element within the policy triangle but no methodological approach 
prioritises the analysis of actual policy content; with much policy analysis focusing on 
the process and outcomes of policy. MacLachlan et al (2012) contend that the main 
focus of traditional approaches to policy analysis is how the policy is made(66) . In 
distinguishing between analysis of process and content, Collins (2005: 192) states that, 
“The main focus of process analysis is policy formulation and the main focus of content 
analysis is the substance of policy”  (62). 
 
Stowe and Turnbull (2001: 210) coined the term ‘policy on the books’ to refer to the 
content of published policy document and provide the following definition; “Policy on 
the books is any document that has the purpose or effect of changing laws, regulations, 
or practices” (67) . MacLachlan et al (2012) and Amin et al (2011) highlight the dearth of 
work done on the content aspect of policy, irrespective of the status of implementation 
or measurement of outcomes(66, 68).  For the purposes of the current policy analysis, 
the policy has been developed and published; implementation may or may not have 
started and monitoring and evaluation of implementation may or may not be a part of 
the policy. Regardless the policy exists, it is published and can be used to direct decisions 
in a particular sector (i.e. housing or health). Thus, what the policy recommends is of 
immense importance, regardless of how the policy was developed and who was involved 
in the process.  
 
The rationale for taking a content analytic approach is due to the potential of ‘policy on 
the books’ to influence and determine decisions and practice in service delivery. If 
specific groups and their needs are excluded from policy, this exclusion may extend to 
service delivery and exasperate inequities that exist in health for vulnerable groups. 
Mannan et al (2012: 162) state that, “Regardless of the considerable challenges of policy 
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development and implementation, if policy “on the books” is not inclusive of vulnerable 
groups, and observant of human rights, then nor are health practices likely to be”(69). 
In many cases, policy intention does not translate into action (62) and given the status 
and potential power of published policy to influence public domain and exclude 
vulnerable groups from public domain, evaluating ‘policy on the books’ through a 
detailed content analysis is a much needed and valuable exercise. Such content analysis 
of Irish housing and health policies has not been undertaken to date. 
2.3.1 ANALYTICAL TOOL: EQUIFRAME 
Equiframe is an analytical tool for examining the extent to which health policy 
documents address the issue of health equity for vulnerable groups(70). It is a 
methodology encased within a human rights framework. The purpose is to identify and 
highlight social inclusion/exclusion of vulnerable groups in the health sector. 
Development of the tool emphasised health inequity in policies of low income 
countries(68) .  Drawing on a number of existing policy analysis measures and specifically 
the work on ‘core concepts’ (71, 72), Equiframe was developed in 2011 and has been 
applied to policies that precede and post-date its publication (73) .  
The developers of the tool, caution that inclusion in policy in itself will not necessarily 
resolve the issue of health inequity(74) , however, making the content of policy more 
equitable for the most vulnerable in society provides the tools for people (family, service 
providers, individuals) to push for these issues to be addressed in practice. It can inform 
future revisions of policy. This is supported by Van Rooy et al, (2012: 42) who state that, 
“….describing ‘policy on the books’ is not only a legitimate practice but also a vital one, 
if documents that are most likely to support human rights and promote greater inclusion 
in health service provision are to be recognised and developed” (75) . 
 
2.3.2 RATIONALE FOR SELECTING EQUIFRAME 
Equiframe was deemed the most appropriate method of analysing policy for this study 
due to the focus on content of the policy, rather than focus on the development, 
implementation or participants involved in the policy process. In addition the framing of 
this methodology in a human rights framework aids assessment of policy in light of 
minority group issues and to identify policy gaps which may perpetuate inequalities. 
Equiframe also aligns with the life course approach which guides the current study 
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overall. The Equiframe core concepts of autonomy, liberty and participation would fit 
within the life course theme of human agency; location is evidenced in core concepts of 
integration, coordination of services and quality; temporality links with access, 
prevention and integration and relationships and interdependencies are highlighted in 
the core concepts of family support, family resources, and cultural responsiveness. 
2.3.3 VULNERABLE GROUPS (VG) 
The issue of vulnerability has been defined as “….a complex process whereby individual 
characteristics of a person or group of people put that person at risk of not accessing, 
for example, health care. The risk factor in itself does not cause limited access, but rather 
the interaction of the factor with a range of other factors external to the person results 
in an outcome of lack of access”(76). There are twelve groups considered vulnerable in 
the Equiframe tool, people with disabilities are one of the twelve groups. The task for 
the policy analyst is to identify the number of vulnerable groups included in the selected 
policy.  
2.3.4 CORE CONCEPTS (CC) 
A core concept has been defined as a “central, often foundational policy component 
generalised from particular instances (namely, literature reviews, analyses of statutes 
and judicial opinions, and data from focus groups and interviews)” (77) with 18 core 
concepts of disability policy developed by Turnbull et al (2001) (72, 78). The original list 
was revised and adapted by the Equiframe project group resulting in 21 core concepts. 
The current analysis uses the Equiframe list of 21 core concepts to assess how equitable 
a policy is in relation to people with ID. Definitions, key questions and language used by 
Equiframe are illustrated in the Appendix A2.  
 
Specifically from a disability perspective, the core concepts could be considered 
potential disabling areas in society and as such, highlighting deficiencies in these areas 
may help to address a whole range of disabling factors that exist(74) .  
 
2.3.5 SCORING INSTRUCTIONS 
Once a CC is identified within a policy, a score is assigned, indicating if the concept was 
mentioned (score 1), concept is explained in more detail (score 2), an action is identified 
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in relation to the core concept (score 3) or monitoring/evaluation of the core concept is 
identified (score 4).  Based on these scores four summary indices can be calculated: ‘core 
concept coverage’, ‘vulnerable group coverage’, ‘core concept quality’, ‘overall 
summary ranking’ (11). Details of the original scoring are reported by Mannan et al, 2011 
and Amin et al (2001) (11, 68) while the process of scoring for present study is explained 
under adaptations of Equiframe section below.  
 
2.3.6 ADAPTATION OF EQUIFRAME FOR CURRENT STUDY: 
Some adaptations were made to the original Equiframe for use in this study. Each 
change is explained below.  
 
(a) Population of interest - people with an intellectual disability 
As the focus of the present research study is on the health and housing needs of people 
ageing with an intellectual disability, it was decided to adapt the Equiframe 
methodology to capture the naming of people with disability and intellectual disability 
explicitly within the selected policies. Therefore, whether the policy addresses other 
vulnerable groups is not the focus of this analysis and was not recorded by the 
researcher in the process.  
 
In addition, there is a tendency for terms such as ‘all’ and ‘everybody’ to infer that the 
policy includes all people in the same way. However, participation in society is not equal 
and opportunity for participation is not equal, with people with an intellectual disability 
experiencing many barriers to appropriate health care  and housing (79) . By using all-
encompassing terms and general one size fits all approach there is a risk that the specific 
needs of people with an intellectual disability will be overlooked. The focus on policy for 
all, may serve to further exacerbate differences that exist and contribute to the 
marginalisation of people with an intellectual disability in society.  
 
(b) Scoring  
Subsequently, the vulnerable group coverage score could not be calculated in the 
standard way developed for Equiframe, as only one VG (people with disabilities) were 
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the focus of this policy content analysis. The number of CC mentioning people with 
disabilities was counted. This was then expressed as a percentage by dividing this 
number by the total number of CC actually included in the policy and multiplying by 
100%. This percentage replaces the VG percentage when calculating the overall 
summary ranking.  
 
In addition, in terms of deciphering a quality score assigned to a specific core concept or 
the policy in its totality, the following guidance is given. If the policy states that 
monitoring and evaluation will be undertaken and this is determined as applying to the 
policy in its entirety rather than a statement of monitoring linked to one core concept 
specifically, all core concepts are assigned a score of ‘4’ and overall quality rated as 100% 
(69).  
 
(c) Including housing policy 
The Equiframe was also applied to housing policies in this analysis. Although the initial 
Equiframe was used specifically for analysing health policy, with a recent example 
showing its application to European sexual health policies (80),   it has also been 
successfully applied beyond health policy with international policy in the form of the UN 
Convention (69), disability policy (73)  and orthopaedic technical services (75). 
Equiframes’ reach may also extend beyond policy to other guiding or accompanying 
documents (75). 
 
2.3.7 STEPS IN THE CONTENT ANALYSIS 
The content analysis of the selected policies involved a number of steps to: 
1. Each policy was reviewed to ascertain if a core concept was included.  
2. Each core concept identified in the policy was assigned a score of 1, 2, 3 or 4 to 
reflect the extent to which the core concept manifested in the policy. By way of 
reminder score of 1 is assigned if the CC is mentioned; score of 2 if CC is 
explained; score of 3 if there is intention to act on the CC; and finally a score of 
4 if there is commitment to evaluate/monitor the CC. (Full scoring of policies 
consists of 60 page document and as such were not included in Appendix but 
can be made available on request).  
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3. Once the scores were assigned, summary indices of the coverage, quality and 
overall ranking of the policy were calculated. These were the percentage CC 
included in the policy (core concept coverage), the percentage CC that refer to 
people with disabilities (coverage PwD replaced the VG coverage score in 
original scoring methods), the percentage CC rated as ‘3’ or ‘4’ (core concept 
quality). Based on these three scores an overall ranking is calculated. The policy 
is ranked high if it scores greater than or equal to 50% on the three indices, a 
low ranking if less than 50% achieved on 2 or 3 of the indices; and moderate 
ranking if policy achieves greater than or equal to 50% on two of the indices 
(see Tables 4, 5 and 6) 
4. If a core concept referenced people with disabilities and/or people with an 
intellectual disability this was also recorded. An overall indicator of Yes (Y) or 
No (N) is included in the table highlighting if there was any mention. The extent 
that each core concept referred to People with disabilities and/or people with 
an intellectual disability was totalled to a score, divided by the total number of 
core concepts actually covered and represented as a percentage.   
5. Finally validation of scoring was undertaken by an independent reviewer, who 
was a member of the original research team that developed the framework. To 
ensure quality in CC assignment, confirm appropriateness of CC identification 
as well as the appropriateness of the scoring. There were no differences 
between researcher and reviewer in terms of evidence of CC in policy but some 
differences in scoring arose. The researcher and reviewer discussed these 
differences and reallocated final score based on mutual agreement of best fit in 
light of Equiframe scoring instructions. An example taken from the Healthy 
Ireland strategy is provided in Appendix A3.   
2.4 FINDINGS 
No policy was found to include all 21 core concepts with 11 core concepts mentioned 
within all six policies analysed. These were  the core concepts of non-discrimination; 
individualised services; participation; coordination of services; protection from harm; 
autonomy; integration; accountability; access; quality. Table 4 provides detailed scoring 
for each policy on all core concepts.  
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As the table highlights, coverage for some core concepts was low with some CCs 
mentioned in one, two or three of the six polices. The core concepts with low coverage 
and policy within which it was mentioned are as follows: 
 Privacy (Congregated Settings),  
 Family support (Positive Ageing; Congregated settings),  
 Cultural responsiveness (Positive Ageing; Universal health Insurance),  
 Capability based services (Healthy Ireland; Positive Ageing), and  
 Liberty (Positive Ageing; National Housing Policy; Congregated Settings) 
Table 2.3 also indicates the policies within which people with disabilities (general term) 
and people with an intellectual disability (specific term) are mentioned. Five of the six 
policies have some reference to people with disabilities, with four of these specifically 
naming people with an ID. The extent and context of reference to the subgroup of 
disability and ID varies across policies. Of note, the White Paper on Universal Health 
Insurance has no mention of people with disabilities or people with an intellectual 
disability more specifically. The term disability is used in this policy document to refer to 
incidence of disability and chronic disease and recognition that higher incidence of 
disability and chronic disease among lower income groups. However, people with 






Table 2.3 core concept coverage 


























4 4 4 4 4 3 
Individualised 
services 
3 4 4 4 4 3 
Entitlement 3 0 4 4 4 3 
Capability 
based services 
0 4 4 0 0 0 
Participation 3 4 4 4 4 3 
Coordination 
of services 
1 4 4 4 4 4 
Protection 
from harm 
3 4 4 4 4 3 
Liberty 0 0 4 4 4 0 
Autonomy 2 4 4 4 4 1 
Privacy 0 0 0 0 4 0 
Integration 3 4 4 4 4 3 
Contribution 0 4 4 0 4 3 
Family 
resource 
0 4 4 4 4 0 
Family support 0 0 4 0 4 0 
Cultural 
responsiveness 
1 0 4 0 0 0 
Accountability 3 4 4 4 4 3 
Prevention 1 4 4 0 4 2 
Capacity 
building 
0 4 0 4 4 3 
Access 3 4 4 4 4 3 
Quality 4 4 4 4 4 3 





N Y Y Y Y Y 
People with ID 
mentioned 
(Y/N) 
N N Y Y Y Y 
 
Table 2.4 presents the core concept coverage and quality scores for each of the selected 
policies. Overall, core concept coverage was high for the six policies, ranging from 67% 
to 90%. Quality score of 100% was assigned to four policies, however, primary care 
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strategy achieved a quality score of 62% and Universal Health had lowest quality score 
of 48%. 
Table 2.4 Coverage, quality and overall level of commitment 
























67% 76% 86% 71% 90% 71% 
CC quality 48% 100% 100% 100% 100% 62% 
 
Table 2.5 illustrates the vulnerable group coverage score with specific reference to 
people with disabilities and/or people with an intellectual disability.  The two housing 
policies scored 100% in that even though they did not include all 21 CC, of those included 
all referred to people with disabilities. The Positive Ageing strategy dropped with regard 
to coverage but maintained coverage rating over 50%. The three remaining health 
policies dropped dramatically with coverage score specific to people with disabilities 
extremely low (Healthy Ireland and Primary Care Strategy) to non-existent (Universal 
Health Insurance).  
Table 2.5 Disability (Vulnerable) Group coverage 
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Table 2.6 presents the overall summary ranking for each policy analysed. Three policies 
achieved overall high ranking, two moderate and one low ranking.  
 
Table 2.6 Overall summary ranking of each policy 





















CC coverage 67% 76% 86% 71% 90% 71% 
Coverage of 
PwD 
0 13% 56% 100% 100% 7% 




Low Moderate High High High Moderate  
 
2.5 DISCUSSION 
Overall, core concept coverage and quality were high for the selected health and 
housing policies. However, no policy included all core concepts in the context of people 
with an intellectual disability. The exclusion of core concepts within the selected policies 
can be summarised as follows starting with the policy which excluded the least number 
of CC: 
 
 Congregated settings report excluded capability-based service, cultural 
responsiveness; 
 Positive Ageing strategy excluded privacy, capacity building, efficiency; 
 Healthy Ireland policy excluded entitlement, liberty, privacy, family support, 
cultural responsiveness;  
 The National Housing Strategy for People with Disabilities excluded capability-




 New Directions A Primary Care Strategy excluded capability-based services; 
liberty; privacy; family resource; family support; cultural responsiveness.  
 Universal Health Insurance excluded capability-based services, liberty, privacy, 
contribution, family resource, family support, capacity building. 
In addition, privacy is mentioned in one policy only. This is an issue of concern given the 
history of disregard for privacy for people with an intellectual disability and its inclusion 
in the UNCRPD under Article 22.  When coverage was considered specifically in how CC 
related to people with disabilities a notable change in scores was found across policies. 
The housing policies and to a lesser extent, the Positive Ageing Strategy had greater 
disability group coverage than the three health policies.  
The maximum quality score was achieved for four policies – Healthy Ireland, Positive 
Ageing, National Housing Policy and Congregated Settings report. This was a result of 
the commitment within each policy to monitor and evaluate the implementation of the 
policies. Although the tracking of implementation and outcomes of policy is not the 
focus of the present analysis, it is interesting to note that progress reports, 
implementation and updates for monitoring groups can be found for the Primary Care 
(2004 progress report; linked strategy of improving service user involvement 2008-2013 
with formative evaluation published in 2010), National Housing Strategy 
(implementation plan published 2012; first report on implementation for timeline 
September 2012-Decemeber 2013; working group in place to monitor progress) and 
Congregated settings report (high level implementation plan published and national 
project group established to monitor implementation). The more recent timeline of 
Healthy Ireland may explain the lack of identifiable progress reports at this stage. The 
oldest policy (Primary Care) and most recent policy (Universal Health Insurance) 
achieved the lowest score for coverage and quality. However, Primary Care Strategy 
achieved overall summary ranking of ‘moderate’ compared with ‘low’ ranking of 
Universal Health Insurance. Healthy Ireland also achieved ‘moderate’ ranking overall 
with the remaining three policies achieving a ‘high’ ranking as they scored >=50% on the 
three coverage and quality indices.   
 
People with disabilities are mentioned in five of the six policies, with four of these five 
mentioning people with an intellectual disability specifically. Universal Health Insurance 
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document and Healthy Ireland strategy do not name people with an intellectual 
disability. Given the focus of the present study it was important to assess coverage 
relevant to people with disabilities. This is especially important in light of four policies 
receiving a quality score of 100%. A commitment to monitor implementation of these 
policies is positive. However, this commitment would be rendered meaningless for 
people with disabilities, in particular, people with an intellectual disability, if their needs 
are not acknowledged within the policy. Although Healthy Ireland strategy achieved a 
quality rating of 100%, it scores 13% on core concept coverage relevant to people with 
disabilities. Thus, commitment to implementation is good but actual implementation 
may serve to further exclude people with an intellectual disability. A closer look at each 
policy is given below, starting with two policies which exclude any mention of people 
with an intellectual disability.  
 
The Healthy Ireland Strategy aims to reduce health inequalities, include all of society 
and promote health in all policy. It recognises the importance of housing as a non-
medical determinant of health but there is no reference to the move of people with 
disabilities to community and the impact on community health services. In addition, the 
health trends and issues identified are reflective of the general population and there is 
little reference to specific health experience or needs of people from minority groups 
and no inclusion of specific health and service needs of people with an intellectual 
disability. There is reference to data from TILDA to inform discussion on health trends in 
the population (p10) but no reference to corresponding data from IDS-TILDA for older 
people with an intellectual disability. The Disability Strategy is not listed among the 
strategies that Healthy Ireland should link with and the reference to the life course and 
transition seem to be based on general population/normative transition stage. The 
exclusion of a disability perspective is a weakness of the policy. As people with an 
intellectual disability and specifically older people with an intellectual disability have 
particular health experiences in terms of etiology and onset of chronic illness that differ 
greatly to the general population (81) and face barriers and challenges to appropriate 
health care and major inequities in health (26, 82) there is the very real risk that their 
needs will not be addressed through implementation of this policy and thus 
exacerbating differences and health inequities. Although the policy states that an action 
plan (p18) and framework for monitoring and evaluation (p30) are to be developed and 
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achieved a quality score of 100%, as people with an intellectual disability are not 
currently recognised within the policy, it seems unlikely that this group will feature or 
benefit from the action and monitoring of policy.  
 
The White paper on Universal Health Insurance centred on the financing of health 
services and how this compares with health financing systems in other countries. The 
policy refers to a standard package of services to be included in the health basket of 
Universal Health Insurance but it is unclear what will be included and how the decision 
of which services to include will be made. The White Paper (2014: 43) states that, “...it 
is vital that all members of society are covered for the same core set of health services” 
(55). However, the balance of chronic conditions prevalent among people with ID is 
different to that of general population (83). People with an intellectual disability could 
be excluded or not have their core needs met. The policy states that health and 
wellbeing services will not be funded under UHI and will be financed under a specific 
Health and Wellbeing Fund and should be considered core element of the health basket.  
UHI as a policy of the current Government continues to morph and change with 
successive Ministers of Health.  
 
The core focus of the Positive Ageing Strategy is on the general older population. The 
policy refers to the use of main TILDA study data but there is no corresponding reference 
to IDS-TILDA. However, in the list of strategies and policies deemed relevant to ageing 
and older people some specific disability policies are mentioned. This suggests a more 
inclusive view of ageing beyond the ageing sector alone. For example, in discussing 
housing the additional vulnerabilities of people with disabilities are noted and reference 
to National Housing Strategy for People with Disabilities is made. Positive ageing for 
older people with an intellectual disability may differ in emphasis to that of older people 
in the general population and should receive specific focus. Surveillance (p19) and 
monitoring (p59) are mentioned and the policy states that whole policy will be 
monitored in line with Healthy Ireland strategy using the same monitoring structures as 
the Healthy Ireland Strategy, thus, achieving a quality score of 100%. However, there is 
a lack of clarity on timelines and the only reference to timeline monitoring is that it 




Overall the Primary Care: A new direction strategy takes a very inclusive approach to 
delivery of primary care. There is a strong focus on vulnerable groups. A drawback of 
the policy is failure to be more explicit in identifying these vulnerable groups and the 
specific needs, challenges and vulnerabilities that the policy should address. There is 
recognition that some people in the community have complex care needs, may need 
keyworker support to navigate and access the system, need for generalist and specialist 
care and communication between these; as well as integration with institutional care 
settings required also. A specialist community based team for people with disabilities 
(physical, sensory and intellectual) are highlighted as part of the primary care team. 
Overall the core concept coverage and quality was on the lower scale of the six policies.  
 
The National Housing Policy for People with Disabilities uses the term ‘disability’ to 
refer to four categories of disability which includes intellectual disability. Much of the 
policy addresses ‘accessibility’ issues and reducing barriers to entering rental market 
through initiatives to raise awareness of the needs of people with disabilities with 
landlords, letting agents, housing authorities. There is specific reference to moving 
people with disabilities to community living and the HSE Congregated settings report. 
There is also specific mention of housing needs of people with mental health difficulties. 
Costs, timeframes with specific performance indicators are discussed. Monitoring and 
implementation are also acknowledged here and a separate implementation plan was 
published. 
 
Although there is an emphasis on participation and choice in the Congregated settings 
report, the housing options suggested are limited to dispersed housing. There is no 
consideration of the preferences of individuals which may not include dispersed 
housing. What if the individual would prefer to live in a space/place other than dispersed 
housing option? A timeframe of seven years is set out although implementation to date 
has been slow and unlikely to reach this target. In addition, this policy does not address 





2.6 POLICY CONTEXT IN RELATION TO DECISION TO MOVE AND CHOICE 
FOR OLDER PEOPLE WITH ID  
In relation to the main research question, the policy analysis presented illustrates how 
policy content is a driver for change in living arrangement. This could be viewed as a top-
down national level approach, however, the impetus for this policy content is a result of 
challenges and advocacy made by and on the behalf of people with disabilities. The 
findings provide insight into how policy makers view the role of the individual in this 
process as well as how change in living arrangement is linked with health and HSU.  
 
2.6.1 ACKNOWLEDGEMENT OF CHOICE 
According to Carey and Griffith (2014: 10) “Overall, policy and legislations have impacted 
positively on support networks to enable people with learning disabilities to exercise the 
right of choice, and this paper highlights challenges that lay ahead when successfully 
implementing idealistic legislation in a realistic way”(36). Based on the content analysis 
of the six selected policies, the researcher broadly agrees with this statement by Carey 
and Griffiths (2014). Choice features strongly in the Congregated Settings report, 
National Housing Strategy for people with disabilities and the Positive Ageing Strategy. 
Choice is discussed in the context of individual choice, control and autonomy; terms 
incumbent in the theme of human agency and is central value underpinning these 
policies.  
 
The Congregated Settings report emphasises the role of person centred planning, 
advocacy and community (including community health services) readiness for successful 
transition, in addition to involvement of the individual in planning and choice. However, 
choice of housing presented in this report is restricted to dispersed housing options. In 
comparison, the National housing strategy emphasizes individual choice and 
independent living while discussing complete range of housing tenure options. The 
recommendations of the Congregated Settings report are referenced in the National 
Housing Strategy.  
 
The Healthy Ireland Strategy emphasises the importance of choice and supporting 
individuals and families to make healthier lifestyle choices. Similarly, Universal Health 
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Insurance promotes choice of insurer as a benefit of this policy. In both, this is choice in 
a specific context rather than a value in the policy. The Healthy Ireland strategy is strong 
in its recognition of the impact of social determinants of health and the importance of 
quality housing to the well-being and health of the population.  
 
An underpinning value of the Congregated Settings report is the right of each person 
with a disability to have control and autonomy over all aspects of their life course. The 
life course is also the conceptual framework for the Healthy Ireland strategy with 
transition points across life named as key opportunities for health interventions to 
support people in maintaining health during transition.  
 
2.6.2 ACKNOWLEDGEMENT OF LINK BETWEEN HEALTH AND HOUSING  
The Positive Ageing Strategy although reflecting the private ownership housing status 
for the majority of the general older population, as opposed to older people with ID who 
tend not to own their homes, does highlight the link between home, independence and 
quality of life.  
 
Both the National Housing Strategy and Congregated settings report acknowledge the 
need for community based health services to be ready for people with disabilities 
moving to the community. The Congregated settings report in particular recommends 
separation of housing and health service provision, with housing responsibility shifting 
from the health service to local authorities, as is the case for general population wishing 
to access community housing.  
 
Guidance on developing community transition plans published on the HSE website 
recommend the inclusion of pathways to housing and pathways to health for the 
individual. In addition, sustainability of community living is linked with funding of 
community based health and other supports (National Housing Policy). Healthy Ireland 
Strategy notes the potential for housing to contribute to poor health and as such the 
need to address where as well as how people live in order to improve health and well-





The analysis focused on specific housing and health policies of most relevance to the 
research question. The most recent housing strategy, Social Housing 2020, was not 
analysed as it is a broader social housing initiative which refers the reader to the two 
housing policies discussed above when commenting on actions related to people with 
disabilities.  
 
In addition, although the main focus is on health, housing and the role of choice within 
these realms, policy within other sectors may potentially impact on the housing and 
health decisions made by individuals with an intellectual disability. However, it wasn’t 
deemed feasible to include all policies that could potentially impact on people with an 
intellectual disability. This would be an unwieldy and unmanageable endeavour, but also 
difficult to justify in the context of the present study. 
 
EU level policy was not analysed. Although Ireland is EU member state, literature 
suggests that EU and national level policies are not always aligned and in terms of 
disability specific there is no single policy across countries. Thus, national level policy 
was deemed to be most appropriate focus for this analysis at this time as it is policy at 
this level that is more likely to have direct and more immediate effect on Irish people.  
 
2.8 CONCLUSION 
Policy indicates that deinstitutionalisation is 'on the books' and recommends community 
based living for all PwD. The present analysis indicates that housing and health are 
clearly viewed as being linked in terms of addressing health inequities. There is 
recognition of housing as a non-medical determinant of health that needs to be 
addressed to ensure healthy living and healthy ageing, as well as identified need for 
mainstream health services to respond to needs of PwD as they transition to community 
living. In addition, co-ordination between health services, local government and local 
housing authorities to ensure sustainability of community living is required, as is funding 




The high scoring for concept coverage (67% to 90%) indicates health and housing policy 
in Ireland are on the whole inclusive of domains considered important in tackling health 
inequalities. However, in relation to the specific needs of people with disabilities and 
people with an intellectual disability, a very different picture emerges. Without a specific 
focus on people with ID or inclusion of people with ID in the policy there is the danger 
that people with ID will be overlooked.   
 
It is only in recognising this difference that equality can be achieved and it is only through 
inclusion in policy content that appropriate action will follow. The findings from this 
policy analysis provide the context within which analysis of and interpretation of the 
quantitative IDS-TILDA data is made. With this understanding of what policy goals are 
for the housing and health of people with ID, insight into the process, rationale and 
involvement of people with ID in moves made between wave 1 and wave 2 and the 










CHAPTER 3 CONCEPTUAL FRAMEWORK  
3.1 INTRODUCTION 
Where an individual lives, who they live with, opportunity for choice, control and 
autonomy over one’s life all impact on current and future life experiences, and in 
particular, future health experience. “People with lifelong disabilities may have healthy 
and successful ageing, if they are educated appropriately, if they have productive coping 
and compensatory mechanisms during adulthood, and if they have been able to 
maintain over their life activities”(p10) (84). The present study seeks to examine the 
relationship between choice, health and transition in living arrangements for older 
people with an intellectual disability living in Ireland. A life course framework guides this 
study. As Evenhuis et al (2000) state, healthy ageing for people with an intellectual 
disability should take a life course approach(85). 
 
An overview of the life course, definition, elements and its relation to people with 
disabilities is discussed below. The review of literature is then presented under the four 
themes of the life course framework – human agency, location, temporality, 
relationships and interdependencies.  
3.2  LIFE COURSE  
Life course by Elder is “….a sequence of socially defined events and roles that the 
individual enacts over time. It differs from the concept of the life cycle in allowing for 
many diverse events and roles that do not necessarily proceed in a given sequence but 
that constitute the sum total of the person’s actual experience over time ”(Giele and 
Elder, 1998) (86). Hutchinson (2001: 12) outlines key concepts of a life course 




Table 3.1 basic concepts of the life course perspective 
Cohort Group of persons who were born during the same time period and 
who experience particular social changes within a given culture in the 
same sequence and at the same age 
Transition Change in roles and statuses that represents distinct departure from 
prior roles and statuses 
Trajectory Long-term pattern of stability and change, which usually involves 
multiple transitions 
Life event Significant occurrence involving a relatively abrupt change that may 
produce serious and long-lasting effects 
Turning 
point 
Life event or transition that produces a shift in the life course 
trajectory 
(Source: Hutchinson 2001: 12) 
 
The value of a life course approach in general is that it enables an understanding of the 
individual in relation to their environment (88) past and present. From a disability 
perspective, this notion of environment-person interaction is not new, theoretical 
models such as the social model (89) and ICF (90) promote a focus away from the 
individual towards a person-environment duality, although the role in the disabling 
process is different for both theories. However, a life course approach adds value to 
disability studies as it encompasses not only the present environment in which one lives 
but previous environments as well as cultural, social, physical and historical (6, 91, 92).  
Life and the individual as they exist at present is a product of when, where, how an 
individual has lived previously, the choices made throughout life and the people and 
relationships that formed part of that life. The individual is shaped by their historical, 
social, cultural and familial context as well as the extent of personal control and choice 
experienced throughout his/her life. Thus, a life course approach is one which 
incorporates four elements proposed by Elder (1994) - location, agency or personal 
control, temporality and social relations and interdependencies (6, 92, 93). As Slota and 
Martin (2003) note,  a life course perspective can add to disability studies by providing 
“…a focus on total life experiences, not solely on disability experiences”(92). 
The importance of early life events on later life outcomes and behaviours(91, 94) is 
highlighted, as well as the relationships with family, dependencies and 
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interdependencies with others over time. Life course approach also highlights the 
importance of ‘agency’ or control. The extent of agency a person has over their life is 
shaped by their environment (social, cultural, historical, locational, structural) and also 
influences the direction and timing of life events and transitions. “By placing human 
agency within a historical and cultural context, the person’s actions and inactions are 
understood from a more complex interactional perspective that contextualises 
development” (p254) (6). It is all of these factors combined which form a life course 
perspective and this approach provides opportunity to examine and address health 
inequities (91) across groups and across time.  
3.2.1 WHAT DOES THE LIFE COURSE LOOK LIKE?  
“A few decades ago, life courses followed a predictable and generally accepted linear 
pattern: the period of education corresponded to youth; the period of work 
corresponded to active adulthood (employment and family); the period of withdrawal 
and absence from the job market corresponded to old age and retirement” (95). 
However, the traditional or ‘normative’ life course is changing. In addition to being non-
linear with different stages overlapping at any one time (for example, education and 
employment) (96), the life course is more diverse and also reversible (in that people can 
revert to previous life stages, for example, from employment to education, married life 
to divorcee/single; living independently to returning to family home) (96, 97). Harrison 
(2003) notes how less people meet the ‘normal’ criteria for different stages over the life 
course.  As such the life course is becoming more complex(98) and patterns are shifting.   
 
Age traditionally has been, and continues to be, the dominant marker for transition 
across the life course but not necessarily the best marker (99, 100). Age indicates when 
transitions should take place – age at which to start school, age at which to retire, age 
at which it is expected that an individual moves out of the family home and lives 
independently. It is a biological marker that has been socially constructed around what 
is acceptable and expected. For example, 65 years is generally accepted as the age that 
people retire. Before this age an individual is expected to be in employment but after 
this time a person is exempt from working. Kohli (2009: 73) contends that the school 
system and old age pension system “created the age boundaries that today constitute 
the basic tripartition of the life course” (101). Powell (2003) notes that “Contemporary 
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welfare states categorize individuals at each stage of the life course, determining not 
only economic and social well-being, but also which differences matter and which are 
preferred or stigmatized” (102). Bernice Neugarten  developed the concept of social age 
which “refers to the social timetable of the life course, as defined by people’s 
expectations or norms at different ages” (103).  Choices made throughout the life course 
are influenced by the socially accepted standard or norm for roles and behaviours at 
different stages and ages in life.  
 
Thus, how and when people transition to different life stages is very much determined 
by societal factors.  Transitions are important as they flag a change in roles and/or status 
for individuals (87). As Priestley (2000: 424) notes, “… the construction of the life course 
is culturally embedded and socially contingent. That is to say, the key stages in life course 
transition are more socially created than biologically determined” (104).  In addition, 
Mayer et al (1989:203) propose that, “As persons proceed through their lives, the state 
defines most of the ports of entry and exit, into and out of employment, into and out of 
marital states, into and out of sickness- and disability leave, into and out of education 
and vocational training. In doing so, the state turns these transitions into public life 
events and interlocks organizationally and functionally differentiated domains of society 
as people flow through them”(105).  
 
As noted above, early life events impact on the individual at later stages of life (6, 94, 
98, 106), with early living and working conditions identified as influencing health 
outcomes and behaviours in later life. “Social origins influence adult destinations” 
(p107) (4). Health has been identified as one area of life that is affected by early life 
experiences and exposures (106). This is true for general population as well as groups 
such as people with disabilities, albeit the nature of the impact differ.  
In addition, how changes are managed impacts on outcomes also. It is not just what 
occurs in an individual’s life but how it happens. “How life’s transitions and turning 
points are managed can lead to different stress response patterns, different levels of 




3.2.2 DISABILITY AND THE LIFE COURSE 
For the general population, the normative life course places disability in later stages of 
life, as the person ages and acquires functional limitations. This fails to account for the 
life experience of people with lifelong disabilities (people who age with disabilities) such 
as people with an intellectual disability. A comparison of life course profiles of 
individuals ageing with disability with individuals ageing into disability in the United 
States by Clarke and Latham (2014) found major differences in health and 
socioeconomic status of both groups(107). People ageing with a disability were more 
likely to have lower educational attainment, less likely to be in employment, lower 
household income and poorer health behaviours. Data from longitudinal Panel Study of 
Income was used but the definition of disability was quite restrictive and focused on 
individuals who had experienced restriction to working between the ages of 22 and 49 
years.  This again excludes any person with disability but not in employment and as such 
many people with life-long disabilities.  
 
Jeppson-Grassman et al (2012) highlighted the dearth of knowledge on changes in 
disabled people’s lives as they age(108). Yet there are marked differences between the 
life expectancies, expectations, opportunities and experience of people with an 
intellectual disability and the general population. For instance, people with an 
intellectual disability tend not to have third level education, have limited access to and 
experience of mainstream employment, are less likely to be married and have children, 
are more likely to live with family or in large residential institutions. “Overall they are 
significantly more likely than their peers to be socially isolated, excluded from the labour 
force, have fewer educational qualifications, experience poverty and hardship, live in 
poorer neighbourhoods, have poorer health and be less satisfied with their lives” (109)(p 
48). In this way life course of people with disabilities is usually defined in terms of what 
it is not and how it differs to the normative life course.  
 
Haveman et al (2009) suggest that biological age markers may not be experienced or 
understood in the same way for people with intellectual disability as with general 
population(84). Using the earlier example of work and retirement, people with 
intellectual disabilities are less likely to be in employment compared with general 
population. Societal expectations may be that people with ID don’t work and so the 
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experience of reaching age 65 as a traditional marker of retiring may be experienced 
differently or not at all. Some evidence does exist however that normative age for 
retirement of 65 years held significance for people with disabilities, in that not working 
at this age and beyond was accepted as standard for all people (108) and thus 
normalised their situation after 65 years of age.  
 
Having a lifelong disability can impact on the life course (6, 110).  As Priestly (2002) notes 
“…a life course approach suggests that disability carries an additional significance for 
people at different ages and stages of life”(111).  In addition, people with disabilities 
may not be provided the opportunity to participate in ‘expected’ life course events and 
transitions, for example having a partner (92) or family, owning own home, attending 
third level education; thus giving rise to a contention between ‘expected life course’ and 
‘exemptions due to disability’ (92).   
 
Heller and Harris (2012) identified six life stages for people with disabilities: birth rights 
and early childhood, disability and childhood, disability and youth, disability and 
adulthood, disability and ageing, death and dying (112). The focus of the current project 
is on the fourth stage ‘disability and ageing’. 
 
At each life stage there are four core themes of interest: ‘family’;  ‘health’;  ‘policy, 
legislation and services’;  self-determination and participation’ (112). These four themes 
correspond with the essential life course elements proposed by Elder (1974): 
 
Table 3.2 Comparison of life course themes 
Heller and Harris (2012) Elder (1974) Thesis 
Self-determination and 
participation 
Human agency Choice 
Services, legislation and 
policy 
Location Concept of home and 
policy on 
deinstitutionalisation 
Health Temporality Individual health and 
well-being; health 
service utilisation; 
health inequities and 
access 
Family  Relationships and 
interdependencies 





Three of the themes and elements are central components of this thesis. There is 
particular focus on choice under the theme of self-determination and participation. The 
theme ‘policy, legislation and services’ or otherwise ‘location’, related to policies and 
services where people with ID live; the concepts of home and policy of de-
institutionalisation. Theme of health incorporates individual health and well-being 
status as well as health service utilisation and concepts linked to this such as health 
inequities and access. The issue of interdependencies and relationships and/or role of 
family is not a central theme for this thesis but is a concept underlying all others. It will 
be discussed in the context of individual’s with ID interaction with health, home and 
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Elements of Heller & Harris (2012); Elements of Elder (1974); Focus of current thesis 
 
 Figure 3.1 Overview of life course and themes 
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In summary, the figure illustrates the stages of the life course for people with intellectual 
disability and identifies people ageing with an ID, specifically the population of people 
with ID aged 40 and over as the cohort of interest. Housing policy dictates closure of 
large institutional settings with relocation to community based settings for people with 
ID. This is to be supported by community based health services being responsive to the 
needs of this population. The life event of ‘change in residence’ is happening for some 
though not all people with ID and this is potentially a major turning point in their lives. 
However, a question mark persists as to whether this change leads to a transition in the 
individual’s life. Does the move result in a change in role or status for the individual? Do 
people feel better, live better and have more choice and agency over their lives post 
move? This issue of change in residence as a life event or period of transition is discussed 
below.  
 
The main research question is what are the drivers for change in living arrangement for 
older people with an intellectual disability in Ireland and where does the individual fit 
within this transition process?  The study aims to understand if and how older people 
with an intellectual disability are involved in decision to move place of residence, the 
relationship between this choice opportunity and the opportunity for choice in other 
areas of life and how both choice and moving impact on health. How these topics have 
been addressed in the academic literature to date is addressed in the literature review 
chapter which follows. The life course themes outlined above will form the structure for 




CHAPTER 4 LITERATURE REVIEW 
4.1 INTRODUCTION 
The life course approach presented in Chapter 3 provides the conceptual framework for 
this study with the four themes – human agency, location, temporality and relationships 
and interdependencies – structuring this literature review. The main research question 
asks what the drivers for change in living arrangement are for people with ID, the role 
of the individual in this change and the implications for health and health services 
utilisation. This overarching focus of the research is discussed briefly before presenting 
the review of the academic literature in this context within the life course themes. 
4.2 SEARCH STRATEGY  
The literature search spanned academic databases (PUBMed, EMBASE, Web of 
Knowledge, Scopus), article reference lists, google scholar and grey literature. Key 
search terms were intellectual, developmental, learning disability, residence, residence 
characteristics, community living, de-institutionalization, ageing, elderly, transitions, life 
course, life events, health services. Email alerts were set up in PubMed and Scopus to 
run throughout the life of the project as well as updates from Research Gate regarding 
publication postings by key authors in the areas of interest. This was not a systematic 
literature review rather the literature review was conducted with a systematic approach 
with scope for emergent themes to be identified and included.  
4.3 CHANGE IN LIVING RESIDENCE AND LIFE COURSE 
A change in living arrangements or move in residence is a key life event that most people 
experience at some stage across the life course (and sometimes multiple times). Moving 
house is not a transition per se (106) but a life event (87). For the general population 
this is typically an event that happens as part of the transition from adolescents to young 
adult, indicating independence and maturity; throughout adulthood at different points 
and for different reasons (for example, moving in with a partner); with a possible final 
change of residence as the individual ages. Moving at later life may involve a move from 
own home to nursing home or the home of offspring, thus indicating poorer health and 




For people with an intellectual disability, this life event may never happen (may remain 
living in family home throughout life), may happen multiple times and as a result of 
other people’s decisions or policy (service policy, national policy), as a result of changing 
health and support needs (early onset dementia, challenging behaviour) or in response 
to changes in care situation (death of parent/primary carer). Thus for people ageing with 
an intellectual disability the context, process and impact of such moves are complex. 
Hastings et al (2004) found that 16% of their sample had moved residence and that this 
is a common life event for people with intellectual disability (113, 114). However, little 
research exists on the process and timing of these transitions. In their study that 
examined if people moved when they intended to move, Martin and Ashworth (2010: 
174) found that the move to community is more likely to be delayed if there is “presence 
of dementia, diagnosed mood disorder, destructive behaviour, and strong supportive 
relationship with family”(115).  
 
For people who do move, different expectations about how they live their life may 
ensue: “…. many persons with disabilities have experienced social changes that moved 
them out of institutions and into the community where they face a different set of social 
rules and expectations”(p245) (6).  
 
The life event of changing where one lives has the potential to lead to a transition in 
role, status and relationships. Such transitions cannot be assumed to be inevitable and 
need to be planned and managed. Both the occurrence of life events and process of 
transition are times of stress.   
 
Change in living conditions and residence experienced by the general population feature 
in the life events stress rating by Holmes and Rahe (1978) (87). People with ID can 
experience negative impact on mental and emotional health as a result of the 
experience of life events(116). The frequency of life events for people with ID found to 
be associated with type of residence (114, 117) with those in staffed residences more 
likely to experience a larger number of life events than those living with family(117). In 
addition, difference in the impact of life events on psychiatric symptoms has been found 
across levels of ID and diagnostic subgroups (117). Specifically regarding 
deinstitutionalisation, Hamelin and Oakes (2008:48) state that, “the advent of 
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community-based care as currently understood and the burgeoning of special support 
services seem to have had little or no impact on the extent of distress experienced by 
people with intellectual disabilities”(118).  
 
In contrast, Owen et al (2008) found that non-involvement in the decision to move 
added to the negativity of the moving experience for their sample. Thus highlighting the 
first main theme of the life course approach covered in this literature review, that of, 
human agency. The following section will address the theme of human agency and in 
particular the role of choice, autonomy and control for people with ID throughout their 
life and in particular at times of major life events, such as changing where one lives. The 
remaining sections of the literature review will focus on the other life course themes of 
–location, temporality and relationships and interdependencies.   
 
4.4 THEME ONE: HUMAN AGENCY  
4.4.1 CHOICE  
 Human agency is a central element of the life course perspective and refers to an 
individual’s control, autonomy and choice in directing his/her own life path. In disability 
studies this concept exists and is often referred to as self-determination. One aspect of 
self-determination of interest to this study is choice. Choice has been defined as ‘an 
opportunity to make a selection free from coercion’ (119);  and real or true choice (120) 
has been distinguished from restrictive choice (118). Restrictive choice may present in 
the form of a ‘menu’ of options from which the person with an intellectual disability 
must select their preference (121). 
 
The type and level of choices an individual is faced with and the ability and opportunity 
to make these decisions usually develops over the life course, with more responsibility 
for and involvement in decisions as the individual moves from child to adulthood (122).  
Exercising choice is said to be more complex for people with an intellectual disability 
than for the general population (123) and people with intellectual disability usually have 




Exposure to and development of choice making skills is not always available (125) and 
was found to be more associated with level of intellectual disability than age (122). The 
level of support required and the complexity of the decision impacts on the extent of 
opportunity for self-determination (126), with other people such as professionals and 
families influencing the level of choice experienced by people with ID (127). Availability 
of choice was the same for adults in the general population and adults with 
mild/moderate intellectual disability (124).  
 
Lack of early life experience of decision making may further impede the ability to make 
decisions in later life (120) as well as inhibiting transition to adulthood (128). Low 
expectation by others may also impact on the individual’s sense of their own ability for 
decision-making(127). More recently, Lawrence and Brook (2015) state that the lack of 
opportunity for decision making throughout life can present a challenge to the individual 
when decisions are required at times of transition(129).  
 
Opportunity may be influenced by where the individual lives with lower self-
determination found among people in community group homes compared with people 
living in family homes (130) and community settings overall (independent or community 
homes) showing greater choice experience by residents  than people in residential 
settings(131). One feature of service provider residences that operates in opposition to 
a culture of choice is the pre-determined timetable and routine that structures the 
provision of these services, with little scope for choice making in the daily routine(130). 
Robertson et al (2001) refer to mundane and major decisions and found that people 
with ID have very little opportunity for major life decisions and evidence existed of 
exclusion from more mundane choices also(131). Fyson and Cromby (2013) also note 
the restriction of choice to mundane decisions for many people with ID (132). 
 
Evidence exists that older people with an intellectual disability can learn choice making 
skills (133). If these skills are not developed and exclusion of the individual from decision 





The emergence of a range of measurement scales to capture this choice experience (or 
lack thereof), reflects both the importance and complexity of the issue. Measures range 
from basic choice scales (119)  to a more detailed choice questionnaire (135); from 
setting specific scales such as employment-related choice (136) , to more general daily 
choice measures (133), and finally, to measuring the process for supporting choice-
opportunity such as the Resident Choice Scale (137). The relevance of capturing how 
choice is offered and the processes in place to support choice making have been further 
noted in qualitative work (138). A summary of these choice measures including the 
purpose, psychometrics and areas of life covered is provided in Appendix B1.  
 
Positive associations between exercising choice and improving choice opportunity with 
health have been found (125, 139) and choice as a way to reduce health inequalities for 
people with intellectual disability suggested (140). Greater self-determination has also 
been described as ‘a valued life outcome in and of itself’ (140).  The positive outcomes 
linked with choice only occur if choice is real or ‘active’(141). Restricted choice does not 
lead to empowerment (118) and can stem from limited social networks (142). Laurence 
and Brook (2015) note how people with ID living in residential settings are impeded from 
demonstrating control over their ‘home’ in any real or visible way. Siska and Beadle-
Brown (2011) highlight the restricted reality in choice of services for people with ID in 
the Czech Republic(143).  
 
People with an intellectual disability are not alone in experiencing limitations in choice, 
as the general population also experience some restrictions in the choice of who to live 
with and where to live (122, 144). There is a difference between constraint choice 
experienced by general population and having someone else make the decision about 
where you live and who you live with, which is very often the case for people with an 
intellectual disability.  For people with ID, the limitations in choice may be further 
heightened due to service funding and organisation structures and in this the context 
expectations around choice should be managed (145, 146).  
 
Many decisions regarding where a person with an intellectual disability lives are based 
on the needs of the service rather than personal preference(145, 147). People with ID 
should have some choice of where and who to live with (146) but it should be noted that 
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there are a range of living options that people with ID would like to live in, illustrating 
the divergence in views, desires and wants,  “As different people have different wishes, 
it is important that those who run homes for persons with intellectual disability speak 
to us and let us decide. They should not decide who we live with” (p125) (148).  
 
The importance of choice for people with ID regards living arrangements is a core 
element of housing policies in Australia (145) and Ireland (7, 8). Garcia- Iriarte et al 
(2014) in a study of Irish people with an intellectual disability, identified choice and 
control over living arrangements as a key concern and that many participants felt they 
were restricted in their choices, either by parents or by the fear of moving as current 
housing was tied in with provision of services and supports(149). Choice is a right that is 
enshrined within the UNCRPD, and in particular for living arrangements Article 19 
promotes this choice (147). It is to this issue of living arrangement and changes in where 
one lives that the literature review now turns. 
4.5 THEME TWO: LOCATION - POLICY, LEGISLATION, SERVICES  
Geography and understanding of space have an important role in understanding the life 
experience of people with disabilities (150). “Where people live matters 
because………….differential exposure to risks and unequal access to health-promoting 
environments underpins the spatial health divide” (151) and access to services can be 
determined by where a person lives (150). 
 
Cummins et al (2007: 1826) state that research which examines the role of place to 
explain health variations, “….is valuable because in order to design policies that improve 
public health we need to be able to estimate the magnitude of such relationships and 
understand how far relationships between health and places are generalizable (or 
variable) across whole populations”(152).  
 
 Under the theme of location, the concepts of the meaning of home, access to housing 
tenure and the differences in these experiences for people with ID and general 
population are explored. Though the issue of de-institutionalization has been addressed 
from a policy perspective (Chapter 2), a review of this topic in the academic literature 
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and outcomes identified in countries further along in the process, different types of 
community living and the association with health follows. 
4.5.1 THE MEANING OF HOME 
Home is more than bricks and mortar. Home is said to play a pivotal role in a person’s 
life (153). This is relevant to health services research as home ownership has been found 
to be linked to mortality and morbidity in older people(154) with home owners 
experiencing less health problems and lower mortality (155). There is preliminary 
evidence that perception of home is linked with self-rated health status (156). As Costa-
Font (2008: 480) states, “Individual health can be envisaged as the ultimate outcome 
that defines how suitable housing is for elderly people” (155). 
 
Annison (2000) states that ‘home’ is a ‘multi-faceted’ concept which has links with a 
person’s sense of humanity and social perception by others (157) and functions as a 
repository for complex, inter-related and at times contradictory socio-cultural ideas 
about people’s relationships with one another, especially family and with places, spaces 
and things” (158). Wiles et al (2012: 358) suggest that the meaning of home is 
continually negotiated and that while “homes are physical…[they] also operate on social 
and symbolic levels in interconnected ways” (159). Differing descriptions of home can 
range from the dream home, the ideal home (158), the symbolic home (153) as well as 
the personal, social and physical home(157, 160).  
 
Sixsmith (1986) and Despres (1991) propose categories of the meaning of home (157, 
160, 161). Some shared concepts between both lists include concepts of permanence, 
relationships, physical structure, expression of identity and values. Security and control, 
ownership, status and a place of refuge appear on Despres (1991) list(161). Happiness, 
belonging, responsibility, learning independence and preference to return are identified 
by(160). Smith (1994) also identifies essential qualities of home as well as attributes that 
contribute to a residence being a ‘non-home’ (162).  Some attributes suggested that 
identify a non-home include being unhappy in the environment or living in a negative 
atmosphere, unhappy with relationships within the home and lack of security, lack of 
ownership and lack of privacy(162) .  
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4.5.2 MEANING OF HOME FOR PEOPLE WITH AN INTELLECTUAL DISABILITY  
The term ‘home’ as described above has incurred quite different meaning for people 
with ID, has been used inappropriately and does not convey ‘home’ as conventionally 
understood (157). Provision of housing is a type of service for some people with 
intellectual disability (157). Historically, these housing services were based on the idea 
that a person with severe disability could not own their own home (163). Three factors 
have been identified as predictors of placement in residential setting by Frawley and 
Naylor (2014: 67), “1. Historical, 2. Complexity of need, 3. Incapacity” (147).     
 
“The evolution of community-based residences for people with an intellectual disability 
appears to have been driven during the initial move from institutions to the community 
by a recognition on the part of service providers of what was not a home and the 
imperative to avoid non home-like features” (157)(p253). Annison et al’s (2000) review 
of the disability and general housing literature identifies one previous study(163) on the 
meaning of home to people with disabilities(157) . There is some evidence that trying to 
bring ‘home-like’ features to the community group environment is not always achieved 
(147). 
 
As people age and needs and health change, the relationship with home may also 
change. The home may be experienced as a place of entrapment with the onset of 
impairment (164) while the characteristics and environment of the home may impact 
on an individual’s mental and emotional health (157). As stated by Sixsmith and Sixsmith 
(2008: 233) “Home in old age can be a place of intense emotional experiences, 
frustrations and negative experiences, such as loneliness. There may also be significant 
weaknesses in terms of informal support, physical environment of the home and 
neighbourhood and social network, which undermines the person’s ability to live 
independently” (153).    
 
As will be discussed in more detail later in this chapter, people with ID are living longer, 
with multiple chronic conditions and with higher prevalence of visual and hearing 
impairments. Thus, the experience of the body as they age and within the environment 
they live is just as pertinent to people with ID compared with other people with 




O’Brien (1991) identified three aspects of home – sense of place, control and ownership 
and stated that all three were required for a person with severe disability to achieve 
status of having a home(163). These themes and sub-themes are not dissimilar to those 
used to describe meaning of home for general population (153, 160-162); and the 
absence of which have been referred to by Smith (1994) as ‘non-home’ features(162). 
Yet people with intellectual disability face major challenges in achieving tenancy or 
home ownership status. 
 
Table 4.1 Three dimensions of home 
Sense of Place Control Ownership 
 Personalised space 
& time 
 Engagement in 
household 
activities 
 Safety & comfort 
 Security of tenure 
 Base for outside 
activity 
 Means to offer 
hospitality 
 Choice of place to 
live 
 Choice of people 
to live with 
 Control of 
necessary 
assistance 




(O’Brien, 1991: 11) 
4.5.3 HOUSING TENURE/TENANCY 
A recurring theme across categories of meaning of home is that of home ownership and 
control of this space. Mallett (2004: 66) states that, “Housing tenure increasingly 
features in the meaning of home” (158). Having your own home is a valued social role 
in society (163) and is linked to positive health outcomes(155). Housing is also a key 
aspect of an individual and/or household’s welfare position (165). Thus, having your own 
home is a transition in the normative life course that people are expected to achieve.  
 
Kohli et al (2005) describes how older people try to hold onto their home as long as 
possible as loss of home can mean a loss of independence (165). Ellison et al (2011) note 
how older people had a preference for living in their own homes for as long as 
possible(166). Ageing in place is a key policy for older people in the UK (153) with 
evidence suggesting that for older people ageing in place, “Their attachment to place is 
77 
 
not just an internal or emotional state, it has a material impact; it is a tangible resource 
for aging in place”(p365) (159). 
 
The value of remaining in home is linked with access to friends and family, independence 
and health benefits (153). As such there is a need to look beyond the physical structure 
of the home and to consider community and environmental factors such as transport 
links, social and cultural engagement (159).  
 
However, not all people in the general older population can or choose to age in place. 
Research by Litwak and Longino (1987) on housing moves for older people identified 
three types of housing moves made by general older population in later life – a move to 
access facilities/amenities as the individual retires; a move due to changes in physical 
health circumstances the require modifications to housing; and a move due to major 
physical changes and illness that requires institutionalization(167).  A life course 
approach framed work exploring expectations older people have regarding where they 
will live as they age and found that physical health was not a strong predictor of 
expected future housing arrangements (94).  
 
4.5.4 HOUSING TENURE/TENANCY FOR PEOPLE WITH AN INTELLECTUAL DISABILITY  
People with an intellectual disability tend not to own their own homes. Laurence and 
Brook (2015: 34) claim that this is on the increase although evidence suggests that 
people with disabilities making the transition to tenant or home owner are likely to face 
greater challenges that general population (36).  Traditionally housing has been 
provided by ID service organisations, without any formal agreement between service 
provider and service user, owner and tenant, in many cases.  Some researchers ask 
whether all people with disabilities want to own their own home (79). However, “there 
is no evidence that disabled people are less likely to want to own their own homes than 
the rest of the population(168). Difficulties may arise for people with ID when trying to 
access private rental market due to no previous rental experience or references and 
limited financial resources (146); while limited exposure to and opportunity for 
independent living may limit expectations an individual has regarding where to live. The 
‘What we have to say’ study (2009) highlighted the desire for people with intellectual 
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disability in Ireland for valued social roles and citizenship which included being a home 
owner or tenant in an independent living setting (169). 
 
 People with an intellectual disability tend to have less choice over housing options 
described  as the ‘policy of protection’ (79). This protectionist view has been endemic in 
the residential care model (147) and is also evident with family carers (170, 171). Control 
is linked to concepts of choice of who to live with and where to live and this is rarely 
available to people with intellectual disability (163). Watchman (2008) found in the 
study of carers of people with Downs Syndrome and dementia, that the individual was 
rarely included in discussions regarding moves(172). This supports previous findings of 
non-involvement (126, 173) with Wiltz (2007) in referring to with assignment of 
roommates predominantly to meet the needs of the service(126). In addition, people 
with an intellectual disability tend to experience more accommodation moves than the 
general population.  
 
A change in living arrangements usually occurs in mid-life for people with an intellectual 
disability (174) with people with an intellectual disability and Down’s Syndrome found 
to experience more moves than people with intellectual disability without Down’s 
Syndrome (113). A change in residence may be a move from institutional to community 
living or from family home to some form of supported or residential setting.  
 
As people with intellectual disability are ageing so too are their family carers (175). Thus 
the traditional caring and living arrangement provided by family cannot be sustained 
indefinitely and leads to a need to review longer term solutions to caring and living for 
older people with an intellectual disability. For example, many individuals with 
intellectual disability are moving from the family home to service provider run 
residences for the first time. Hadley and Perkins (2004) highlight that many of these 
decisions are made in response to emergency or crisis situation. The need for planning 
has been outlined previously (176).  
 
As noted earlier, aging in place is a core policy for the general older population remaining 
at home associated with better health outcomes. However, there is limited 
understanding of how an ageing in place policy applies to older people with an 
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intellectual disability and this is absent from policy discourse for people with ID in Ireland 
(chapter 2). Commenting on legislation in Australia, Bigby et al (2011:779) note that, 
“….a reading of the legislation that deals with rights of residents in group homes 
suggests that they cannot regard the group home as their permanent home and may be 
expected to move if their needs change” (177). The choice to remain in an institution 
seems to be missing from discourse on choice of future living arrangements and this has 
been raised by parents (171). Watchman (2008: 67) states that, “This “stay at home” 
option is only likely to be effective if the principles of “aging in place” are followed at 
the same time”(172). As noted by McCallion (2014: 281) in reference to appropriateness 
of ageing in place for minority/ethnic groups in the US dependent on the neighbourhood 
context, “Ageing in place in a community that is challenged by poverty and violence or 
where there are minimal opportunities to connect with others may not reap the benefits 
often associated with ageing in place”(178). For people with an intellectual disability the 
current residence and environment need to be assessed as the individual ages as to if 
and how ageing in place is possible, desired or appropriate strategy for some people 
with ID. This is particularly important given the history of institutionalisation and current 
policy of de-institutionalisation. The policy context in Ireland has been presented in 
Chapter two with the following section reporting on research evidence of the de-
institutionalisation experience and outcomes.  
4.5.5 DE-INSTITUTIONALISATION/RE-INSTITUTIONALISATION   
De-institutionalisation is a major policy shift in housing provision for people with 
disabilities (179).  It refers to the policy of moving people with intellectual disability from 
large congregated settings to smaller community based living. Hamelin et al (2011) 
describe de-institutionalisation as ”…a progressive shift in the standard of care” (180). 
Young et al (1998: 156) propose a number of reasons why governments may choose to 
implement a policy of de-institutionalisation; “Negative publicity concerning the 
conditions within institutions, legislation requiring the provision of habilitation rather 
than more custodial care, and changes in the prevailing philosophies underlying human 
services have facilitated the relocation of persons with intellectual disability from 
institutional to community based services” (181).  
 
The policy of de-institutionalisation arose in the 1960s/1970s with Norway and Sweden 
leading the way(182). Bigby & Fyffe (2006: 568) outline three waves of de-
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institutionalisation: the 1960s was the beginning of institutional closures; the 1970s 
brought the development of community based supports while the present day focus is 
on issues of rights and control by people with an intellectual disability (183). Chowdhury 
and Benson (2011) note that the number of people living in institutions is declining in 
countries such as US, England, Canada, Australia and Sweden (184). According to 
Friedlander (2006), British Columbia in Canada is one of the few places in the world to 
fully close institutions for people with intellectual disability (185). The background to de-
institutionalisation is found in sociological theory and particular work by Goffman (1961) 
on negative aspects of institutional living(118).  However, there is not much information 
on the process of de-institutionalisation (115). 
 
The trend towards de-institutionalisation of people with disabilities and in particular, of 
people with intellectual disability is occurring across most western societies albeit at 
different rates and stages (179, 181, 186, 187). The initial focus in the UK was on people 
who were high functioning and with less severe disability (188) and more 
independent(179). But Young et al (1998) found a high percentage of people with severe 
ID in the review of Australian studies of movers(181). More recently, the work of Martin 
and Ashworth (2011), provides support to earlier work of Emerson and Hatton (1996) 
highlighting that first movers tended to be younger, had recent contact with family, 
engaged in greater rate of activities, possible presence of an emotional condition such 
as depression or schizophrenia; also lower level of complex needs and lowest levels of 
communication difficulty and health instability(115, 188).  
 
Emerson and Hatton (1996) reviewed literature from 1980-1994 on the effects of de-
institutionalisation and found that smaller community residences tended to have more 
positive outcomes in terms of community engagement, relationships and family contact 
and more use of community facilities (183, 188). Mansell (2006) found that the majority 
of studies to date highlight benefits of community living over institutional living(182). 
However, such improvements are not an inevitable result of moving to the 
community(188) with modest gains identified and these  gains tended to occur soon 
after relocation (184). The degree to which there is an improvement in an individual’s 
functioning could also be affected by where one moves to as described by Hamelin et al 
(2011: 70); “Habilitation may not only be influenced by the level of one’s ID but also by 
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the characteristics of the environment into which one is placed” (180). In addition, Heller 
et al (1998) contend that there is a need to control for personal characteristics in 
examining outcomes as “…people who move tend to be younger with higher 
functioning” (189).  
4.5.6 TYPE OF COMMUNITY SETTING 
With regard to people with intellectual disability, much work to date has focused on 
institutional versus community settings or comparison across different types of 
community setting (cluster versus dispersed housing for example). Type of residence 
(institution versus community) and/or size of residence tend to be the most commonly 
applied criteria when comparing outcomes across different settings. For instance 
although, Lifshitz et al (2008) found no difference in health conditions between those in 
residential institutions and those living in community(190), and Chowdury and Benson 
(2011) question if the promised improvement in quality of life post-
deinstitutionalisation has been realised in practice (184); the majority of research 
evidence illustrates improved outcomes (including health outcomes) for people with an 
intellectual disability when they move from large congregated settings to community 
based living (1, 180-182, 188, 190) as well as a preference for dispersed housing in the 
community over cluster-based housing (191, 192). A systematic review of literature by 
Kozma et al (2009) examining the outcomes for people with intellectual disability across 
a range of types of residences, identified only three scenarios where moving to the 
community did not result in positive change: 1.mortality 2. challenging behaviour 3. 
psychotropic medications (193), with higher mortality among individuals living in the 
community recorded (194).  Martinez-Leal et al (2011) found differences between those 
in staffed versus unstaffed homes and those in advanced and early stage de-
institutionalisation countries (1). 
 
There are a number of possible explanations why positive gains may not materialise post 
move. The characteristics of community based settings may continue to mirror larger 
institutional settings (195)(p 180). The issue was raised by Beadle-Brown et al (2007: 
440) when they stated that, “…the danger is that new services will just be smaller 
institutions located within the community” (187).  Real change in how people live, as 
well as how, when and what type of supports received, may be minimal upon moving to 
the community.  Hamelin et al (2011: 61) ask “… whether existing community 
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placements provide optimal support for people who have left institutions” (180). The 
focus on resources as the possible cause of poor implementation may be misguided 
according to Bigby & Fyffe (2006: 579), “…implementation failure may not, as is 
commonly assumed, be due to resource constraints, but to the use of resources” (183). 
That is, the focus should be on how resources are used rather than simply making more 
resources available. “An alternative perspective is that the failure of community living 
to reach expectations is integrally related to effectiveness of policy implementation , not 
only to resource constraints, but to the use of resources and the broader organisation 
of community living programs for people with intellectual disabilities” (p148) (186). The 
absence or delay in community readiness as noted by Bigby and Fyffe (2006) raises the 
point that the emphasis for much of this policy has been on the closure of institutions 
with little regard to preparing the community to meet the needs of people with disability 
now living in community(183).  
 
The sustainability and permanency of the change in residence made by people with ID 
should be given attention also. Anecdotal evidence indicates people with ID are moving 
back into institutions and particular in older age are vulnerable to moves to nursing 
home care.  This is called ‘re-institutionalisation’ and may in fact be more prevalent due 
to the failure to implement the policy of de-institutionalisation effectively. “Community 
facilities risk re: institutionalizing clients where individuality is ignored, and care and 
interventions fail to be personalized or individually tailored” (195)(p 179).  
 
Lack of community readiness for these moves may lead to greater risk of an individual 
returning to institutional living. For example, difficulty accessing appropriate healthcare 
in the community may impact negatively on the move to community. Community 
services need to be prepared to meet the likely increased demand for these services 
(196). Other authors contend that although re-institutionalization may occur this has 
been found to be more common for people with challenging behaviour or mental health 
problems (187). Wiesel and Bigby (2015) note the challenges of implementing policy of 
deinstitutionalisation(171) and Wiesel (2011: 292) indicates how incompatibility in 
housing has been tackled to date by moving people internally (trans-




Ireland is at the early stages of the de-institutionalisation process. How the process is 
being implemented, the sustainability of moves made and outcomes experienced by 
people following move needs to be evaluated. Research on current residence 
experience found that people with ID were hesitant to report any negatives (170) and 
evaluations of new residences and the moving process need to take this reluctance into 
consideration also. Policy makers need also to be cognisant of the de-institutionalisation 
process in other countries, Nordic, Australia, UK for example, which are further along in 
the roll out of this policy.  Comparative studies in the literature can provide insight into 
the impact of different living arrangements on outcomes for people with ID.  
 
Martinez-Leal et al (2011: 868) found that, “living arrangements, stage of 
deinstitutionalization, gender, ID level, sedentary lifestyle or disrupting behaviours do 
not seem to have any effect per se in the number of illnesses presented by the 
participants”(1).  Only six studies included in the systematic review by Kozma et al (2009: 
209) included indicators on health outcomes and they conclude that “Despite its 
relevance, relatively little is known about health-related outcomes of different 
residential arrangements" (193). However, the association between health and home 
and the transition in changing where one lives leads us to the review of literature on 
health of people with intellectual disability. Particularly under the theme of temporality 
and taking a life course perspective the impact of ageing on health for people with ID 
will be discussed.  
4.6 THEME THREE: TEMPORALITY – HEALTH  
4.6.1 HEALTH OF PEOPLE WITH AN INTELLECTUAL DISABILITY COMPARED WITH 
GENERAL POPULATION 
People with an intellectual disability are said to have poorer health status than the 
general population(197) and an increased burden of illness (198). A range of health 
disparities exist for people with an intellectual disability (2) and this is much greater 
when compared with the general population (76). People with intellectual disability tend 
to have multiple disabilities (199), are prone to a wider variety of health conditions ((82, 
200) and have greater health needs (118) than the general population. Lin et al (2006) 
estimate illness prevalence at 47.7% for this population(201). Leeder et al (2005) and 
McCarron et al (2011) found a much higher rate of multi-morbidity in adults with ID 
84 
 
compared with the general population (202, 203).  The range of health conditions 
experienced by people with ID is much the same as the general population (204, 205) 
although the balance and age of onset of these conditions can differ.   
 
Davis et al (2014) note that people with ID have lower incidence of cancer but higher 
prevalence of specific cancer types – gastrointestinal and oesophageal cancers(83). 
Noonan-Walsh (2008) noted a lower rate of cancer and cardiovascular disease than the 
general population (206) with breast cancer found to exist at the same rate for general 
population as for the ID population (207).  
 
The prevalence of some conditions are notably  higher for people with an intellectual 
disability (204);  epilepsy (208), obesity (209) diabetes being 3-4 times more likely than 
general population (83), vision problems (17), mental health and psychiatric conditions 
(83, 210-212), and early onset dementia (206). Davis et al (2014: 12) state that, “Social 
and environmental factors can contribute to the development of mental health 
disorders in this population. Communication difficulties, social isolation, lack of 
employment opportunities, loss and grief when carers move on, and limitations in their 
choice of with whom and where they live are all significant stressors that need to be 
considered in the prevention and management of mental health problems” (83). Thus, 
the environment within which a person lives and the extent of choice experienced can 
impact on emotional and mental health well-being. 
 
In addition to having the same chronic illnesses as the general population, Wong (2011) 
contends that people with intellectual disability are exposed to the same risk factors 
(205). Tyrer et al (2007) found mortality to be three times greater among people with 
intellectual disability (76) and Janicki et al (1999) found that the causes of death were 
similar to general population (194).  The similarity in range of health conditions 
experienced, higher prevalence of some conditions as people with ID age in addition to 
higher mortality rates, suggest the same (if not greater) need for health promotion, 




4.6.2  AGEING WITH AN INTELLECTUAL DISABILITY 
People with an intellectual disability are living longer (166, 177, 205, 213, 214). Lifespan 
of people with an intellectual disability has increased and is getting closer to that of the 
general population (215, 216) but it still remains lower than the general population (203, 
214). In addition, lifespan for people with Downs Syndrome is lower for people with ID 
but with no diagnosis of Downs Syndrome (85) . The increase in lifespan has been noted 
in the UK and US (196) as well as Israel (190) and is in fact a trend in most Western 
societies. The population of people with mild and moderate intellectual disability 
specifically is increasing at a fast pace (217).  
 
There are health implications of increased longevity for people with intellectual 
disability.  As noted by McCallion and McCarron (2004) ageing of people with ID is a 
success story but brings with it challenges also, where relatively minor changes in health 
could be compounded by already existing problems (209). This is sometimes referred to 
as ‘cumulative disadvantage’ (107). From a life course perspective, it highlights how the 
experience of a life-long disability and early life exposure to co-morbid illness, in addition 
to factors associated with location (living arrangements), human agency (limited choice) 
and relationships and interdependencies (exposure to poverty or greater deprivation), 
impact on the ageing experience.   
 
Ruiz et al (2012) note that people with intellectual disabilities experience accelerated 
ageing (16) with the ageing process occurring at an earlier age for people with 
intellectual disability compared with the general population (16). Health problems in 
people with intellectual disability related to age were evident as early as 40 years (218) 
while other researchers identified ageing characteristics from age 50 years (219). Janicki 
et al (2002) included people age 40 plus years in their study of older people with an 
intellectual disability (17). Wong (2011: 232) states that, “Consistent findings of these 
studies suggest that longevity of adults with ID was progressively increasing, health 
problems had already developed by age of 40 years, and the prevalence of mobility, 
hearing, and visual impairment were considerably increased when compared to general 
population” (205). This is in contrast to the traditional classification system of ageing 
proposed by gerontologists which typically classifies young old beginning at 65 years, 
middle old commencing at 75 years and the oldest old starting at 85 years (220). So 
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people with ID are living longer but the onset of illnesses associated with aging happens 
at a younger age than the general population. This has implications for the type and 
timing of services needed as well as type and timing of transitions made, changing 
housing requirements and supports for the person with ID as they age.  
 
As with the general population, people with an intellectual disability experience a 
change in needs as they age (17, 166). The number of medical conditions(221) and the 
risk of health problems (219) increases with age. Bigby (2002) contends that the broad 
needs of older people with intellectual disability are not that different to those of the 
general older population (176). In addition to health changes such as the increased 
occurrence of chronic disease (215) and increase in physical disability (222) there is also 
a greater demand for particular services (220).  
 
Access and utilisation of health care is outlined as a key health indicator for people with 
intellectual disability(223). At present in Ireland, the National Intellectual Disability 
Database (NIDD) provides up-to-date and accurate data on the use and requirement for 
specialised health and personal social services for people with ID but no data on general 
health services or health screening. Use of general health services as opposed to 
specialist ID services is likely to increase with the policy of de-institutionalisation. This 
issue of health service utilisation for people with intellectual disability is now addressed 
in the next section.   
4.6.3 HEALTH SERVICE UTILISATION COMPARED WITH GENERAL POPULATION  
Meijer et al (2004) state that mainstream health services do not always meet the needs 
of people with intellectual disability (224). There is evidence that many health conditions 
for people with intellectual disability go undetected(225, 226), particularly among this 
population living in the community (17, 190) and there is poorer access to services(226, 
227). Access to health services for people with intellectual disability is said to be 
complex(197). Although people with intellectual disability tend to be overrepresented 
in hospital settings(198), there is conflicting evidence regarding the use of mainstream 
community based services by people with an intellectual disability compared with 
general population. and Straetmans et al (2007) found that people with intellectual 
disabilities had 1.7 times more visits to the GP than matched controls (228). In contrast, 
Felce (2008) and Perry et al (2013) found that people with intellectual disability did not 
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access primary care at a much higher rate than the general population(204, 229) . In 
another study, the average number of outpatient visits (199), inpatient stay (81) and 
emergency health service use (201) was higher for those people with an intellectual 
disability. 
 
Specifically, people with intellectual disabilities are less likely to access screening and 
immunization checks (203). Wilkonson et al (2011) found lower access to breast 
screening for ID population than general population(230) and estimated screening at 
53% for women with ID whereas Chauhan et al (2010) in a review of GP records in the 
UK identified majority of sample with no record of smear test(231). There is also 
evidence of under-utilisation of inpatient psychiatric services (232)and specialist 
epilepsy services(208) by the ID population.  
4.6.4 HEALTH SERVICE UTILISATION FOR PEOPLE WITH INTELLECTUAL DISABILITY IN 
DIFFERENT LIVING ARRANGEMENTS 
With the increase in de-institutionalisation there is likely to be a corresponding increase 
in the use of community services by people with an intellectual disability (184, 187, 233). 
Stainton et al (2011) found that people living in a group home had better access to 
supports than people living independently or at home and difficulties accessing 
appropriate services within the community are said to exist (234-236) Martinez-Leal et 
al (2011) found a higher proportion of services were found to be used by people in 
staffed residences (1). In a systematic review of health status and health utilisation for 
people with ID, Hayden et al (2005) found higher use of health services in State run 
institutions compared with independent settings and also that a move to the community  
resulted in improved health with either better or unchanged access to services(235). 
Chaplin (2009) found an association between living independently and access to general 
psychiatric services(232).  
 
The experience of inequities in health and health access for people with ID has been 
identified in the literature (76, 140). Differences in access to health services by 
subgroups of people with ID related to living arrangement is a further manifestation of 
health inequalities for this population. Primary care in the community is an essential 
factor in achieving good health outcomes(237) and reducing health inequalities for 
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people with ID (229) with the community GP likely to have increased responsibility for 
people with ID (200). 
 
The health needs of people with an intellectual disability are said to present challenges 
to primary care (238)  with ”…. large inconsistencies in the provision of health care 
suggesting people with intellectual disabilities often find it harder to access medical 
treatment they need (Department of Health, 2001)”(118). Preventive healthcare is also 
rarely available to people with an intellectual disability (239, 240). Annual health checks 
are one mechanism that has been found useful in addressing unmet need and 
standardized way to improve health of people with ID (241). 
 
4.6.5 BARRIERS TO HEALTH SERVICES  
People with intellectual disability are said to follow a different route to health care 
compared with general population (242) with difficulties faced in accessing needed care 
(243). Difficulties in access and use are experienced regardless of residential type, 
although the type of barriers faced may differ. Alborz et al (2005) identify six factors that 
impact on access to health care for people with intellectual disability (82). Goddard and 
Smith (2001) suggest that variation in access can occur for four reasons – availability, 
quality, costs, information(22). In addition, under-utilisation of services could be a result 
of individuals opting for alternative medicines or private health services (22).  Referring 
to access to care for vulnerable populations, Leiyu and Stevens (2005: 151-152) state 
that, “Regardless of race/ethnicity, having low income, lacking insurance coverage, and 
not having a regular source of care combine to create substantial barriers to accessing 
needed health services”(244).  
 
Barriers to healthcare exist across the life span for people with an intellectual disability 
(Meijer et al, 2004) (224) and these are systematic barriers (166). System issues such as 
how service boundaries are divided and who is responsible for providing services, 
general or specialist ID services(232, 245), older people’s services or disability 
services(176) persists and negatively impacts on access and use. Evenhuis et al (2000) 
highlight the complex nature of needs as a particular barrier for people with ID as care 
transcends numerous health disciplines(85). Health checks have been found to be 
successful in identifying previously unidentified need (231) but access to regular 
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preventative health checks and screening is lower for the ID population than the general 
population. Lack of knowledge, skill or understanding of the complex needs of people 
with ID by health professionals are noted barriers to general health services (227) and 
mental health services(211, 246).  
 
Specific barriers to healthcare experienced by people with an intellectual disability 
include communication difficulties (82, 227, 246-248) and diagnostic overshadowing 
(82, 226, 247). This occurs when the health professional regards signs and symptoms of 
illness as inherent part of primary diagnosis of ID with other conditions undiagnosed. 
Level of ID has been linked to difficulty accessing dental services(249) while ethnicity 
(246) and deprivation (225)are noted barriers to health services in the literature. 
Primary care services in deprived areas are less likely to refer patients to secondary 
care(225) Access to mental health services by people with ID has been negatively 
impacted by stigma (226, 250), ethnicity (250) and socio-economic factors (250). Parents 
with an ID have been found to experience barriers to getting access to information as 
well as to services for childcare and other supports(251) while families supporting 
people with ID face barriers to getting required supports (252). 
 
Family members and carers perform a valuable role in identifying health needs of the 
individual with ID and facilitating access to services but reliance on third parties to access 
services can also be a barrier (82, 225, 227) especially if the carer does not recognise 
that a need exists or may not know what and how to access services. Issues of consent 
for health interventions/procedures also present a barrier in practice(85) . 
Health service utilisation (HSU) frameworks or models can be used to guide the study of 
use and access to health services. A systematic review of health service utilisation 
frameworks was undertaken and is presented in Chapter 5. Examining HSU frameworks 
as applied in general HSU literature and cognisant of the different route and barriers to 
health care for people with ID, components for a framework to examine HSU by people 
with intellectual disability will be proposed.   
4.7 THEME FOUR: RELATIONSHIPS AND INTERDEPENCIES - FAMILY 
A dependence on others for support to engage with a range of activities, functional, 
social, sexual, as well as support in asserting one’s own identity and place in the world, 
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can challenge or impede the individual’s independence and personal autonomy. This is 
particularly the case for people with an intellectual disability, who tend to require 
assistance and support to varying degrees across the life course and as Barron (2001: 
432) notes, “Power is unevenly distributed within these kinds of relationships”(127).  
Under this theme the specific role and influence of family on the support and choice 
interaction, in the context of living arrangements and health care are discussed. This is 
preceded by review of interdependency of people with ID on family status and access to 
resources throughout life course pathway.  
4.7.1 PEOPLE WITH ID AND SOCIO-ECONOMIC RESOURCES 
In the general population, poverty experienced across the life course is linked to poorer 
health. There is also evidence of lower access to health screening and promotion in 
poorer areas(225) with overall contact with health services lower than in wealthier areas 
yet higher use of A&E, greater likelihood of recent cervical smear but less likely to have 
up-to-date polio vaccine(225). For people with disability, “Type of chronic condition or 
disability, age of onset, and a variety of interactions throughout the life with family, 
ageing and disability network, and community, are likely to influence the health 
outcomes of this group” (16).   
 
Using a life course framework shows that early life events, family circumstances and 
experience of poverty in childhood impact on health and circumstance in later life. This 
is particularly important for people with an intellectual disability as Emerson and Hatton 
(2007) highlight that this group are more likely to have poorer health and to experience 
poverty in childhood (253) and have a greater chance of living in poorer housing (254). 
Murray et al (2013) suggest that a link may exist between physical functioning and 
capacity in later life and a person’s socio-economic environment in early life (255).  
 
People with intellectual disability are at higher risk of exposure to conditions of poverty 
that are linked to poorer health than the general population (4)  and there is evidence 
of higher prevalence of intellectual disability in low income countries (256) and in poorer 
areas of high income countries(225). In the UK and US, there is a higher percentage of 
people with disability living in poverty than those without disability (257) and adults with 
ID are “financially vulnerable” (258). People with intellectual disability can age from a 
disadvantageous position (174). For example, people with ID are less likely to have 
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accumulated financial (property, savings) and social (significant other, children) 
resources on which to draw on as they age. Braveman and Grushkin (2003) note the 
strong link that exists between poverty and health (259). Poverty is an important but 
often overlooked risk factor for people with intellectual disability and should be 
considered when examining health disparities for this group (2).  
4.7.2 FAMILY, SUPPORT AND LIVING ARRANGEMENTS  
In Ireland half of adults with intellectual disability live with a family carer(10) . Family 
play a central role in the lives of people with ID throughout the life course. Some 
research participants highlighting how the lifelong reliance on others for care can 
restrict what and how people live their lives even as they age(6).  It may be difficult to 
ensure separation between support and care and direct influence and control other life 
choices/decisions for the person with an intellectual disability. As noted by Harrison 
(2003: 252) “Within the lifecourse paradigm, these relationships could be explored for 
how they affect life trajectories, provide opportunities and/or promote agency as social 
conditions change over time” (6). Family care and current living arrangements of people 
with ID can impact on the timing and nature of future life transition, including future 
housing transitions. 
 
Families have been vocal in their desires and wants for where a family member with ID 
lives, particularly in relation to the closure of big institutions(171). These authors note 
the strong resistance shown by families in Australia to a move to community setting for 
their family members. In Ireland, people with intellectual disability have reported the 
difficulty between asserting independence due to control and influence of parents (149). 
Barron (2001: 439) highlighted this complex dynamic for mothers of children with ID as 
“a complex relationship between striving for increased autonomy for their children and 
providing protection, due to the vulnerability linked to the children’s requirement of 
adequate assistance” (127).  
 
The complexity between support and human agency by people with ID extends to other 
social networks and impacts on the outcomes realised by people with ID. The way in 
which services are configured and how staff provide support leads to differences in 
performance in community settings (182) and subsequently impacts on health 
outcomes(179).  As Wiesel and Fincher (2009) caution, “it may be concluded that very 
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thin lines separate a supportive social network that enables choice, a controlling social 
network that oppresses individual choice, and the lack of any social network that 
marginalises disabled people, making it impossible for them to actually exercise 
choice”(146). 
 
Social supports and peer groups influence behaviour (260). In addition, the lack of 
community supports to enable people with an ID to live healthily and happily as full 
members of society, and the particular delay in community transition readiness for 
people moving from institution to community living settings, can contribute to the 
disparities experienced. Inattention to developing community supports and links is one 
barrier to achieving successful outcomes following a move to community living (183). 
With regard to planning for the future, involvement of families and broader support 
network in the person centred planning (PCP) process, Wiesel and Fincher (2009:615) 
state that, “such involvement both enables and constrains the choices made by people 
with an intellectual disability” (146). 
 
Issue of community stability, that is, the length of time a person remains in the initial 
placement before moving to another living arrangement may be another factor to 
consider (181). This may be linked to the preparedness of the person to move, the choice 
and desire to move as well as the supports in place to maintain the new living 
arrangement. Thus, the social connections and supports both within and outside the 
home are important considerations for moving and also link with health.   
4.7.3 FAMILY, SUPPORT AND ACCESS TO HEALTH CARE 
 Individual studies of health service use by people with intellectual disability have 
considered the role of family or carer in this. Pruchno et al (2004) study health service 
utilisation for adults with ID from the perspective of the mother(261), as the primary 
caregiver while Lin et al (2006, 2007) in various health service utilisation studies include 
the caregiver as respondent as well as caregiver characteristics as potential predictors 
in understanding use of services by people with ID in Taiwan(81, 262).  
 
The role of the family member or advocate in recognising health needs of people with 
ID and in supporting the person to access the required care has been raised (82). Meade 
et al (2015) highlight the importance of support and relationships in health service use 
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(263) while Birkin et al (2008) incorporate family factors such as family stress, family 
functioning as well as family support for the intervention as factors which may impact 
on the uptake of the intervention by the person with ID(264).  In the UK, there is an 
increased focus on annual health checks for people with ID and the improvement in 
detecting previously unidentified need(265). These scheduled checks in some way can 
overcome the reliance on others to identify presence of illness and need for health visit, 
although reliance on others to support person to attend health visit may persist.  
 
Health checks do have some challenges, which in turn are linked to the dependence on 
others and ties with the barriers currently faced by people with ID in primary care. There 
is a reliance on the GP to have knowledge and understanding of ID. The need for 
increased training and experience of health professionals working with people with ID 
has been noted as impeding health access(265). GPs have identified poor knowledge of 
the individual and their needs by support workers accompanying them to the health visit 
and as a barrier to successful health checks (266). Perry et al (2014) found that people 
who had no support and lived independently tended to be the least prepared for their 
health checks and had less information about these checks(229). 
 
The role of the family in the health of people with ID extends beyond primary care to 
the use of secondary care for example, hospital stays. Iacona et al (2014) reported the 
reliance on family and paid carers to deliver care when the person with ID is admitted 
to hospital(267), while Backer et al (2009) in a review of use of secondary health care by 
people with ID, found an over-reliance on carers to give basic nursing care in place of 
staff(268).  
 
Healthcare coordination and availability of advocacy for the individual with ID within the 
health system is raised as an important quality indicator(269). People with ID tend to 
have complex needs requiring multi-disciplinary care and the complexity of need 
combined with the complexity of the health system is often difficult to manage and 
negotiate. Responsibility for navigating and negotiating this complex system often falls 




The type of services accessed by people with ID can also be influenced by family and 
other carers.  This has been a particular issue raised with regard to sexual health. 
Reichard et al (2004) note the balance between personal choice and parent preference 
and often parent and individual wants are in conflict(270). People with ID have difficulty 
getting access to contraception and sexual health checks to the same extent as the 
general population, as Eastgate (2008: S259) notes, “Community attitudes make it 
especially difficult for them to achieve appropriate sexual expression” (271). How 
people with ID are included in decisions on their health may mirror the status of choice 
making experience in other areas of life, as discussed Wilkinson et al (2008: 215) under 
the theme of Human Agency and raised in the context of women’s health; “It is unclear 
how women who may lack some of the skills to make everyday decisions should partner 
in decisions about their health care” (260). 
 
The life course themes do not operate independently from one another but overlap, 
inform and influence the experience of people with ID. This is particularly evident under 
this final theme of relationships and interdependencies which highlights the 
intersectionality between the level and extent of choice, the health needs and level of 
support required, where one lives, who one lives with or spends time with. If and how 
the life course themes are addressed in the study of health service utilisation for the 
general population and the population of people with intellectual disability and how the 
interrelatedness of themes impacts on health and health service utilisation at time of 
transition or change. This is the focus of the systematic review of health service 
utilisation frameworks that follows in Chapter five.  
4.8 CONCLUSION 
Much of the work on transitions in living arrangements for people with ID has focused 
on the impact of implementing a policy of de-institutionalisation and the outcomes 
experienced post-move, compared with pre-move, with non-movers, and across 
different community settings. This has added hugely to the understanding of the 
home/health duality and the benefits that can be gained from community living. It also 




The evidence on the process and role of the individual in this transition is more limited, 
as is the exploration of different types of moves that people with ID make. It cannot be 
assumed that all people with ID are ready to move or have moved to the community 
under this shift in policy. Neither can it be assumed that all moves made are motivated 
by policy directives and it is important to examine the various drivers for change for 
people with ID, if these drivers differ by type of move, how the individual is positioned 
in the process across these moves as well as the impact of and on health and health 
service utilisation on transition.  
 
The next chapter begins this exploration by systematically reviewing health service 
utilisation frameworks in order to provide insight into the interaction of the individual, 
other people, home and health in realising access to health services within the context 




CHAPTER 5  HEALTH SERVICE UTILISATION FRAMEWORKS – 
A SYSTEMATIC REVIEW 
 
Chapter 5 addresses objective 2 of this study which aims to explore how the life course 
approach can inform an understanding of health care utilisation for older people with 
an intellectual disability? 
5.1 SUMMARY OF FINDINGS 
In summary, this systematic review highlights a number of issues: 
 Consistent with previous reviews and research commentary, Andersen model 
was found to be most dominantly used framework in HSU research 
 Not previously discussed is the wide use of the Health Belief Model in the realm 
of health checks and screening use literature  
 In total, the review identified 70 frameworks other than Andersen that have 
been used to understand health service utilisation across range of populations, 
service types and countries (all high income).  
 Data extraction found that many variables in these 70 frameworks 
corresponded with variables/domains in Andersen model. Different 
terminology may be used as well as differing emphasis and interrelationships 
expressed. Conceptually some similarity in variables considered important in 
studying HSU. 
 Guided by a life course approach meta-synthesis highlighted how concepts of 
human agency (choice), location (place, transition), and relationships and 
interdependencies (support), issues of relevance to access for people with an 
intellectual disability, have been addressed to varying degrees in the additional 
frameworks.  
5.2 INTRODUCTION 
The literature (Chapter 4) on access to and utilisation of health services for people with 
an intellectual disability highlights the barriers and unique challenges in realising 
appropriate and timely care. This is increasingly important as policy moves people with 
ID from congregated settings to community settings (Chapter 2). How and where 
services are accessed is likely to change. In addition, where people live or move to may 
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be determined by availability of needed services. A change in residence, particularly a 
change to a more independent setting, may bring increased expectation of personal 
responsibility by people with ID for health and other life choices. This may be in the 
absence of little or no previous experience in choice-making throughout the life course 
and may present a challenge to people with ID if support and assistance to develop such 
skills are not in place. The interaction between human agency, location, relationships 
and temporality underscores the current systematic review of HSU frameworks. The 
specific aim of the review is to identity the range of frameworks currently applied to the 
study of HSU and at the same time informed by a life course approach to provide a 
mechanism by which HSU for people with ID can be understood more fully in light of 
transitions in living and choice.  
 
Given the duality of home and health services for people with ID this objective examines 
how HSU is currently studied, what are the gaps, what aspects of the life course need to 
be addressed in HSU for people with ID; and what does it mean in the context of 
transitions in living arrangements. This objective will inform the ‘implications for HSU’ 
element of main research question as well as informing analysis of and interpretation of 
findings in relation to  potential drivers for change in living arrangements as access to 
services may be a driver for some people. 
5.2.1 DEFINITIONS 
Terms that are used throughout the review are presented below, with a more detailed 
definition of each provided in Appendix B2.  
Framework: Based on the review of definitions of the term and the on-going debate 
within the literature regarding what is a framework, theory, model, specific criteria for 
what constituted a framework for this review were set out as follows:  
 The term model can be used interchangeably with the term framework; 
 The framework can be presented in a graphic or narrative form; 
 The framework must contain a number of concepts or variables; 
 A relationship between concepts and variables in the framework must be 
presented/explained; 
 The framework provides a structure by which to understand the phenomenon 
of interest;  
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 The framework may be based on one perspective or theory or may draw on a 
number of theories or previously developed frameworks to produce a 
framework;  
 The framework may have broad applicability across various contexts or may be 
developed for specific research project;  
 The context for use of the framework is to understand health services 
utilisation.  
Population: The population were people aged 18 years and over living in high income 
countries (based on World Bank listings). The population was not limited to people with 
an intellectual disability as it was felt the focus would be overly restrictive for identifying 
frameworks. 
Service: The unit of analysis was the individual’s use of services. Use of services by 
carers/support person on behalf of the individual was also considered and included. The 
health services included were those of most interest to the main study and included 
community based and primary care services, hospital-based therapy care 
(physiotherapy, speech and language therapy, cancer care, chemotherapy; non anti-
retroviral therapy care for people with HIV/AIDS, dental services, emergency 
department, ambulance use, screening, preventative care, vaccinations, and sexual 
health check screening). 
Utilisation: The emphasis was on the use of these health services, utilisation data, 
community based health service use, accessing health services where it corresponds 
with use, visits, consultations, attendance, service consumption. The word ‘access’ was 
not included as a search term however. Health services accessibility has been identified 
in a number of health service utilisation models previously and it was felt that this term 
would capture models that address utilisation. 
5.2.2 DOMINANT HEALTH SERVICE UTILISATION FRAMEWORK – ANDERSEN 
The study of health services utilisation relies heavily on theoretical or conceptual 
frameworks to guide these studies. Although there is no consensus on which framework 
to use and a number of frameworks were identified in preliminary reading of this area 
the most dominant is the Andersen Behavioural Model of Healthcare Use(12) (herein 
referred to as the Andersen model) and variations and iterations of that model (13, 272, 
273). Some examples of adaptations are in the study of access to eye care services(274) 
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; use of long term care services(275), measuring unmet service needs(276) use of health 
services by  vulnerable populations such as homeless people (273) and by adult children 
with intellectual disability (261)  to name but a few. For the purposes of this review, the 
Behavioural model and any iteration will be referred to as the Andersen 
model/framework. 
 
Though tempting to select the most frequently used model of health service utilisation 
and apply to the current population of older people with an intellectual disability; 
important considerations in the utilisation of services by people with ID may be missed.  
5.2.3 PROGRESSION OF ANDERSEN MODEL 
The original model was proposed in 1968 with many variations and adaptations across 
the years(277). The focus of the original Andersen model was on use of formal personal 
health services, with the family as the unit of analysis. The purpose of the model was to 
help explain and predict use of services. The original model did not seek to examine 
interactions that occur at the point of receiving services nor did it include any health 
outcome measure.  
 
By the 1970s the model had already shifted the unit of analysis from the family to the 
individual. Phase two of the model was expanded to include reference to the health 
system and thus, account for the role of health policy and impact on health service use.  
Another change at this stage was the broadening of the health service use concept with 
specific reference to four use elements - type, site, purpose and time interval. Phase two 
also includes an outcome measure of satisfaction. Andersen (1995: 6) recommends, that 












Figure 5.1 the four phases of Andersen (12)
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In phase three, the health outcomes domain was extended to include measures of 
health status, both perceived and evaluated, in addition to consumer satisfaction (from 
phase two).  Andersen asserts that including these outcome measures enables the 
researcher to also measure  access in terms of how “effective” (use leads to 
improvement in health status or satisfaction) and “efficient” (increase in these 
improvements are relative to use) access is (13). Population characteristics and health 
system factors are included within primary determinants of health behaviour along with 
other elements of the external environment.  
 
In phase four, feedback loops were included to highlight the non-linear nature of health 
service use, indicating the varying influences on health service use and health status 
outcomes at different stages. For instance, outcomes can also impact on earlier domains 
such as enabling resources and need. The concepts of “potential” access and “realized” 
access were introduced to distinguish between presence of enabling resources and the 
actual use of health services (13).  
5.2.4 PREVIOUS REVIEWS OF THE ANDERSEN MODEL  
Previous reviews on the use of the Andersen model highlight the context of application 
and the range of variables included. An early review(278) focused on the 
implementation of environmental variables in studies applying the Andersen model to 
understanding medical care utilisation. Restricted to one database and spanning the 20 
year period from 1975-1995, 139 articles were identified as using the Andersen 
behavioural model; with under half of these incorporating some environmental variable. 
The most frequently cited environmental variable was found to be urban/rural location 
or region.  
 
 Guilcher et al (2012) performed a scoping review of studies on secondary complications 
for spinal cord injury, with the 31 identified studies reviewed according to the domains 
of Andersen model(279).  Studies identified were limited in use of environmental factors 
and health behaviours, with more prevalent use of predisposing and need factors(279).  
 
Babitsch et al (2012) reviewed 16 articles identifying the 1995 version of the model the 
most frequently used(280). Although not a specific element of the original model or the 
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updated 1995 version, inclusion of cultural factors were also identified and counted in 
the review by Babitsch et al. (2012) with only one study in that review including cultural 
factors(280).  
5.2.5 ANDERSEN AND THE CURRENT REVIEW 
As Andersen is the predominant model in the study of health service utilisation, the 
review focused on differences between this model and other identified HSU 
frameworks/models. Drawing on a life course perspective this review examines how 
HSU is currently studied in general HSU, identifies gaps that exist for people with ID and 
discusses the implications of this in the context of change in living arrangements. The 
findings from this systematic review will inform the approach and interpretation of 
quantitative analysis (Section D). The aim, criteria and methodology used in this 
systematic review are detailed.  
5.3 AIM OF SYSTEMATIC REVIEW  
A summary of the review criteria is presented in table 5.1. The overall aim of this 
systematic review was to identify the range of frameworks in addition to the Andersen 
model that have been used to study health services utilisation. Although the primary 
population of interest for this PhD study is older people with an intellectual disability 
the review was not limited to use of frameworks in the ID literature. It was felt this would 
be too restrictive.  
 
The frequency with which various models were used in the literature to study health 
services utilisation was not recorded. Identifying the range of frameworks rather than 
prevalence of use was the purpose of the review.  The frameworks were identified as 
‘used by researchers’, regardless of whether the original genesis or intent of the 
framework was to understand or examine this particular phenomenon.   
5.4 TIMELINE FOR REVIEW  
The year 1995 was selected as the starting point for the review. Preliminary reading of 
the health service utilisation non-ID literature highlighted the dominance of the 
Andersen Behavioural model. The most recent major revision published in the academic 
literature is 1995. A final revision by Andersen and Davidson was published in 2001. 
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However, as it was a chapter rather than an academic article, it was decided to maintain 
the 1995 generic version of the model as the principle focus.  
 
Table 5.1 Summary criteria for review 
Aim: Identify frameworks used to understand/study health service utilisation 
framework from 1995-2015.  
Participants: General adult population including vulnerable groups (minority, disease 
specific, disabled, intellectual disability, low income) 
Interventions: Use of health services; accessibility of health services where accessibility 
refers to or leads to use of services  
Outcome measure: Application of specific health services utilisation/ health services 
accessibility model or framework  
Study design: Any 
Inclusion criteria: English language articles only; Full article availability only from 1995 
to 2013; Specific named model or framework applied or developed to 
understand/examine health services utilisation. 
Exclusion criteria: General health systems (strengthening) frameworks/models; Social 
determinants of health; Health inequalities/ health disparity; Health delivery 
frameworks/models; Middle and low income countries; Health care workers  
 
5.5 METHODOLOGY 
5.5.1 REVIEW TEAM 
The review team consisted of primary researcher (PhD student) and four subject experts 
across the areas of health service utilisation (1), health systems and qualitative research 
methods (1), health and disability statistics (2) and intellectual disability and health (2). 
Each of these experts had experience in conducting systematic reviews and were 
involved in advising in the finalisation of the review criteria and as well as engaging in 
the process of consensus regarding which frameworks to include in the final review 
(based on the criteria set out). The review team systematically discussed the merit of 
each framework in relation to the aim of the review as well as the context of its 
application to understanding health service utilisation. The process of presenting the 
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frameworks, discussing and gaining agreement on which frameworks are included 
and/or excluded, was led by the researcher, took place on a number of occasions during 
the review process. 
 
The researcher was responsible for leading the review and reference management; 
identifying and reviewing frameworks and liaising with the review team on areas for 
quality checking. In addition, to the main review team there was support from a senior 
librarian in RCSI library in designing and implementing the search string and identifying 
most appropriate and relevant search engines. A scoping review preceded the full 
systematic review. The purpose of this scoping exercise was to assess the applicability, 
relevancy and range of articles returned under the search strings. In addition, it enabled 
exploration of alternative terms and use of MESH terms. This process indicated the need 
to refine the search string.   
5.5.2 SEARCH STRATEGY 
A number of on-line databases were searched- PubMed, Cinahl Plus, Emerald, PsychInfo, 
Web of Knowledge, and Scopus. The key search terms used in these searches were 
health services utilization OR health services utilisation OR health services accessibility 
AND (framework OR model); and related MESH terms in PubMed. The search in Scopus 
and Web of Knowledge were restricted to journal title and included titles relevant to 
health services, health policy, health management, value in health, health planning. The 
specific search string used in PubMed is provided in Appendix B3.   
5.5.3 KEEPING REVIEW UP-TO-DATE 
With the assistance of the senior research librarian, email alerts were set up for each 
search so that any newly published articles matching the search criteria were identified 
to the researcher and could be included in the review if relevant; as such keeping the 
review up to date.  Newly identified frameworks were then included in the data 
extraction and meta-synthesis. Six frameworks were identified in this way up to 8th 
August 2015. 
5.5.4 CRITICAL APPRAISAL 
Critical appraisal is concerned with assessing the validity and rigour within which 
included studies adhere. However, as the focus of this review was not on the studies per 
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se but rather on the presence and implementation of frameworks to study health 
services utilisation, a critical appraisal of the articles listed was not undertaken. All 
papers were sourced in peer reviewed academic journals.  
 
The aim of the review was to identify the range of frameworks rather than the frequency 
with which they occurred in the literature, as such a purposive sampling technique for 
article selection was followed(281, 282) suggests that purposive sampling is also one 
way for the reviewer of qualitative studies to address potential bias in the process.  
 
The papers listed with the identified frameworks are examples of how the framework 
was used and have been extracted from a longer list of papers. The papers selected were 
articles that met the criteria for the systematic review most clearly and incorporated the 
most complete use of the framework.   
5.5.5 DATA EXTRACTION  
5.5.6 STRATEGY ADOPTED 
“Data extraction involves transferring data from the original paper using an approach 
agreed upon and standardised for the specific review”(283) p51. Standard protocols for 
extracting data from quantitative studies can be found(284). Traditionally there has 
been less clarity on appropriate techniques for data extraction for non-intervention 
focused and more qualitative reviews, guidance has begun to emerge. Noyes et al 
(2010:11) state that data extraction for qualitative studies in systematic reviews must 
be, “appropriate to the review question” and “systematic”(285). A number of strategies 
are available to researchers in systematically reviewing qualitative studies(285) and 
software to guide this is now available in the form of the Qualitative Assessment and 
Review Instrument (QARI)(283).  
 
A framework approach was selected as most appropriate for this review. Framework 
analysis has been applied to qualitative data for some time(286) and is one approach to 
extracting data from qualitative studies in systematic reviews. As Noyes et al (2010: 5) 
state, “In this approach, data on findings from each study are extracted into categories 
or domains identified by the pre-specified framework. Additional domains may be 
added as data extraction continues and the framework is developed further”(285).  The 
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selected framework for data extraction was the Andersen model, which was then linked 
to the overall conceptual framework of the life course used in this thesis.  
5.5.7 TOOL USED 
The Data Extraction tool used in this review is in Appendix B4. Key elements for the 
reviewer to record included the name of the framework identified, full reference to the 
illustrative article, country, population of interest and service setting for the selected 
paper as well as mapping of framework to the domains of Andersen’s health behaviour 
model.   
 
5.5.8 STAGES OF EXTRACTION 
Stage 1: within the returned articles, identified the list of specific frameworks or models 
used to understand health services utilisation  
Stage 2: an illustrative article was selected to show the use of the framework, population 
of interest, service focus were recorded as well as if the article referred to the Andersen 
(or some variation) model 
Stage 3: the identified frameworks were mapped to the domains within the Andersen 
model. A category of ‘other specified’ was introduced to capture any variables/domains 
not thought to fit within the Andersen framework 
5.5.9 META-SYNTHESIS 
Within quantitative systematic reviews, meta-analysis is performed, which “…aims at 
providing definitive evidence on the effectiveness of an intervention rather than 
increasing our understanding of a phenomenon”(274) (p112). In qualitative reviews, 
such as the present study, meta-synthesis performs a similar function, in pulling 
together qualitative data from across different sources and presenting a more coherent 
and concise account of the findings for health care professionals(281, 287).  
For this review, following stage 3, the synthesis of this data had two main phases. Once 
the data was mapped from the identified frameworks to the Andersen model, a number 
of domains that did not fit within the Andersen model remained.  These domains were 
reviewed to see if they could fit into the Andersen model and were subsequently 
compared to previous reviews of Andersen(279, 280). The next step was to examine 
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these additional domains in the context of the core themes from the research question, 
drawing on the life course concepts (87) and themes within the life course stages (112).  
5.6 FINDINGS  
Figure 5 presents the flow diagram for results at each stage of the review process. The 
initial return from the broad search string applied was 12,126 articles. Many of these 
articles were excluded based on the title or abstract not meeting key inclusion criteria. 
This resulted in a more manageable sample of articles of 1698.  
 
Stage 1 data extraction: Full texts of the 1698 articles were accessed on-line and quickly 
searched for any mention of framework or model used in the study.  Articles were 
excluded if framework or model was used in reference to statistical modelling as 
opposed to conceptual or theoretical model for understanding health services 
utilisation. If a framework was named or a new framework was proposed this was 
recorded. This resulted in 551 articles. 
 
With the purposive sampling strategy guiding article selection, only one occurrence of a 
framework was counted with articles excluded if framework was duplicated. If an article 
used two models or frameworks a separate article was selected (were possible) to 
illustrate the second model/framework. However, this was not always possible and 
sometimes an example article is used to illustrate two different frameworks.  This 
process resulted in 164 frameworks.  
 
One challenge of systematic reviews of qualitative studies is the difficulty affirming the 
inclusion of studies based on title or abstract alone(281). For the present review, this 
challenge arose in deciding on inclusion/exclusion based on the scanning of full-text 
articles only. To ensure that these frameworks were indeed unique and separate 
frameworks and were applied in a health service utilisation context, each full text article 
was read. Further duplicates and any adaptations of Andersen were excluded.  
This process was necessary as it may not have been clear from the previous step that 
these frameworks were not distinct even though they were named differently, or that 
in the detail of describing the framework it only became apparent that it did not meet 
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the framework definition as per this review. This reflects the iterative process of 
reviewing qualitative studies(287). This resulted in 100 frameworks being excluded.  
Six additional frameworks were identified through the email alert set up, bringing the 
final number of frameworks included in the review to 70 (see Appendix B5). The final list 
of frameworks was by agreement with the entire review team, through process of 






Figure 5.2 flow chart for systematic review of models or frameworks 
to study health service utilisation  
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Stage 2 data extraction: for each of the 70 frameworks and the illustrative article of 
framework use the following detail was recorded to provide an indication of the range 
of settings and populations that the frameworks were applied to:  country, population 
of interest, service focus and how utilisation is defined. Any reference to Andersen was 
also noted.  The full list of frameworks reviewed, with brief description and illustrative 
article are provided in the Appendix B5. Table 5.2 below presents a sample of ten of 
these frameworks as the full list is too long to present within this chapter.  
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No.  Framework/model 
identified  
Description  
Sample article from current review 
1 
Access Triangle  
This framework specifically focuses on 
access to dental care and the elements 
of  
 
Guay AH. Access to dental care: solving the problem 
for underserved populations. Journal of the American 
Dental Association (1939). 2004;135(11):1599-605 
2 
Cooper model of access to 
care 
Copper model explores barriers and 
mediators to health service use across 
personal, structural and financial 
aspects (Messer et al, 2013: 399) 
Messer LC, Quinlivan EB, Parnell H, Roytburd K, 
Adimora AA, Bowditch N, et al. Barriers and 
facilitators to testing, treatment entry, and 
engagement in care by HIV-positive women of color. 
AIDS patient care and STDs. 2013;27(7):398-407 
3 
Frenk’s domains of Access 
“Frenk reserves the term access to 
denote the ability of the population to 
seek and obtain care.” (Levesque et al, 
2013)  
Levesque JF, Harris MF, Russell G. Patient-centred 
access to health care: conceptualising access at the 
interface of health systems and populations. 
International journal for equity in health. 2013;12:18.  
4 
Gullifords model of 
healthcare access 2001 
Gullifords model of access depicts 
relationship between factors and how 
they impact on access. This model was 
adapted by Alborz et al for people with 
ID.  (Alborz et al, 2005) 
Alborz A, McNally R, Glendinning C. Access to health 
care for people with learning disabilities in the UK: 
mapping the issues and reviewing the evidence. 




Health Model (Ward 2007) 
The HFH model incorporates 4 
determinants of health and 2 outcomes 
specific to farmworker of Hispanic 
ethnicity. Highlights importance of 
living and working conditions and social 
and cultural factors 
Lopez-Cevallos DF, Garside LI. Employment and family 
conditions are related to health care utilization 
among foreign-born farmworker men. Hispanic health 
care international : the official journal of the National 
Association of Hispanic Nurses. 2013;11(4):181-6.  
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No.  Framework/model 
identified  
Description  
Sample article from current review 
6 
ICF framework 
The authors used the ICF “ 
was chosen because 
it allows examination of 
personal, environmental, and 
contextual 
factors, as well as impairments, 
activity limitations, and participation” 
(Riley et al, 2011). 
Iversen MD, Chhabriya RK, Shadick N. Predictors of 
the use of physical therapy services among patients 
with rheumatoid arthritis. Physical therapy. 
2011;91(1):65-76.  
7 
Modified model of access 
to dental care  
 
This model is combination of elements 
of Penchansky and Thomas (1981) and 
Maxwell (1984)  models to understand 
access to dental services by PwID.  
 
Owens J, Dyer TA, Mistry K. People with learning 
disabilities and specialist services. British dental 
journal. 2010;208(5):203-5.(139) 
8 
Penchansky and Thomas  
1981 Concept of Access: 
definition and relationship 
to consumer satisfaction 
This model introduces the concept of 
‘fit’ between the individual and the 
service. Five dimensions considered 
important – availability, accessibility, 
accommodation, affordability, and 
acceptability. (Wallace and MacEntee, 
2012: 32-33). 
Wallace BB, Macentee MI. Access to dental care for 
low-income adults: perceptions of affordability, 






(CAM) use – a conceptual 
model  
 
Draws on Parson’s sick role theory, 
Suchman’s stages of illness theory and 
Andersen’s Sociobehavioural 
Healthcare utilisation Model to examine 
use of complementary and alternative 
medicine. 
Davis MA, Weeks WB, Coulter ID. A proposed 
conceptual model for studying the use of 
complementary and alternative medicine. Alternative 
therapies in health and medicine. 2011;17(5):32-6.  
10 
Non-urgent Emergency 
Department use – a 
conceptual model 
Conceptual model of pathway to use 
emergency department (Uscher-Pines 
et al, 2013:7). 
Uscher-Pines L, Pines J, Kellermann A, Gillen E, 
Mehrotra A. Emergency department visits for 
nonurgent conditions: systematic literature review. 





Stage 3 data extraction: Each identified framework was mapped to the Andersen model. 
An extra domain of ‘other specified’ was introduced to capture variables deemed 
important or interesting to understanding health services utilisation but that do not 
appear in the Andersen model.  The final mapped frameworks are presented in the Excel 
spreadsheet in Appendix B6.  
 
At this stage a quality check of the list of variables against previous reviews of Andersen 
(279, 280) was conducted. This step served to address any potential mis-categorisation 
of variables by the primary (PhD) researcher. If a variable or domain appeared in the 
Babitsch or Guilcher reviews as covered by Andersen and within a particular domain, 
this was updated in the researchers mapping also.  This did not eliminate the need for 
an ‘other specified’ category but served to refine the mapping exercise and ensure 
consistency with previous reviews. The table illustrating the full range of variables 
identified as ‘other’ across the 70 frameworks is presented in the Appendix B7. The first 
column are the ‘other’ variables; he second and third columns list corresponding 
variables found in the previous reviews of Andersen (279, 280). The variables found in 
previous reviews were removed for the meta-synthesis stage.  
 
Meta-synthesis: The review team met to discuss the approach to meta-synthesizing the 
data. The mapping exercise from data extraction (excluding variables identified in 
previous reviews(279, 280) was the starting point. It was agreed that ‘other’ variables 
could be collated under the higher level categories of the Andersen model – 
environment, population, health and outcomes. Variables were brought together under 
the heading they were most closely related to. This was a way to provide some structure 
to the long list of variables identified as ‘other’. In addition, it was to serve as a quality 
check to ensure variables that perhaps were coded as ‘other’ but are in fact covered by 
Andersen albeit with different terminology used could be identified.  
 
Within the broad categories of the Andersen model, the variable list was grouped into 
smaller sets with variables most similar to and a label describing that variable subset 
assigned. These subsets of variables were then mapped to most appropriate life course 
domain (Figure 5.2 shows these domains). The table highlights how the life course 
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elements intersect at each level of the Andersen model. Issues of human agency, 
relationships and interdependencies are prominent at the population and individual 
level. Temporality and health, relationships and interdependencies, policy, legislation 
and services are the cross cutting life course issues at health system and environment 
level.  
 
The outcome is health service utilisation and health and well-being status which fit 
within the life course theme of temporality and are associated with the theme of 
relationships and interdependencies.  The findings from the meta-synthesis were 
presented to the review team for discussion, debate and confirmation. Table 5.3 






















Theme 1: family - 
Support 
Temporality 





















Elements of Heller & Harris (2012); Elements of Elder (1974); Focus of current thesis 








Variable list  General groupings  Life course 
domain 










avoidance; level of 
intellectual disability 
ability factors at 
individual and family 
level; cognitive level;   
Cultural Beliefs and 
matching; 
feminism; readiness to 
change; Outcome 
expectancy/efficacy; 
Assumption of sick 









life events; life 
changes/structure; 
permanent change or 




perceived control; high 
or low control of 
services; agency; 
decisional control; 
informed choice and 
decision-making 
Life/ lifestyle choices; 
choosing/appraising; 
decision to seek help; 
adherence; Process 













level of intellectual 
disability; ability factors 
at individual and family 
level; cognitive level;   










Attitudes and beliefs: 
Cultural Beliefs and 
matching; feminism; 
readiness to change; 
Outcome 
expectancy/efficacy; 
Assumption of sick role; 








and information factors; 
Inaccurate symptom 








permanent change or 
modification of life 




perceived control; high or 
low control of services; 
agency; decisional 
control; informed choice 
and decision-making  
Human agency 
Choice/ decision-making: 
Life/ lifestyle choices; 
choosing/appraising; 
decision to seek help; 
adherence; Process 
component - danger 
control/fear control; fear 
Cost/benefit analysis; 
competing priorities,  
Human agency  





Variable list  General groupings  Life course 
domain 
Health – system 
and individual 
equity in health, equity 





efficacy of treatment; 
Care appropriateness,  




Accessibility; Quality of 
providers; Experience 
dealing with PwID; 
Willingness to serve; 
Liaison; 
Local advertising ; 





equity in health, equity of 




efficacy of treatment; 
Care appropriateness,  




Accessibility; Quality of 
providers; Experience 
dealing with PwID; 
















advertising ; Cues to 




Environment  - 
physical/built 
environment level 






Mother - age, race, 
marital status, 
education, 
employment status; if 
child is in or out of 
house;  others - 
functional ability, 
burden; future worry); 
availability of 
carer/advocate; 







arena; Social inclusion; 
Social 
interconnectedness; 
social capital – 
individual and 
community level; sick 
person requires 
assistance to get 
better; human rights; 
 
Place – the home: living 
conditions - physical, 
biological, social, cultural, 
material; 
Location 










Support – family/friends: 
Mother - age, race, 
marital status, education, 
employment status; if 
child is in or out of house;  
others - functional ability, 
burden; future worry); 
availability of 
carer/advocate; 










Support – social/cultural: 
cultural distance, 
socialization experience; 
Folk arena; Social 
inclusion; Social 
interconnectedness; 
social capital – individual 
and community level; sick 
person requires 
assistance to get better; 























Variable list  General groupings  Life course 
domain 
Outcomes  intention to use 
service;  utilisation 
propensity; unmet 
need; delay or no 
treatment; multiple 
types of use options; 
referral by medical 
practitioner; ability to 
get care (perceive, 
seek, access); 
reinforcing factors 










Utilisation: intention to 
use service;  utilisation 
propensity; unmet need; 
delay or no treatment; 
multiple types of use 
options; referral by 
medical practitioner; 
ability to get care 






 Health status: disease 

















and participation  
 
The findings of the systematic review, outlined in the framework mapping (see Appendix 
B6) and the meta-synthesis above highlights how HSU is currently studied and what gaps 
exist when the dominant Andersen model is compared with the range of identified 
frameworks that have been used to study HSU. Many of these frameworks are not 
traditional health service utilisation models but have been applied to understand, 
explain or predict service utilisation in the health sector. Of note, the health belief model 
was widely used when the service focus was screening and health checks with studies 
of emergency care and ambulance service use more likely not to use any framework. 
5.7 EMBEDDED SEARCH OF ID-SPECIFIC PAPERS 
In addition to the main systematic review, an embedded search of papers related to 
health service utilisation and people with ID that used a framework or model was 
undertaken. The full list of review articles was searched for terms intellectual, learning 
developmental, disability, in the journal or article title. Twenty papers, applying thirteen 
frameworks specifically in context of HSU by people with ID were identified. Five did not 
meet definition of framework as per review, with the remaining eight including seven 
frameworks all identified in main review. The Andersen framework is included in this list 
of seven and was applied/adapted in three papers. These ten papers are presented in 
the Appendix B8 to this chapter and will be included in the discussion in conjunction 
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with the learning from the literature review and conceptual framework of the life course 
in the section below.   
 
Next the implications for HSU and PwID is examined in terms of what aspects of the life 
course need to be addressed in HSU for people with ID and what can be learnt from the 
range of frameworks identified in terms of addressing these gaps is discussed.  The final 
section presents how this informs the overall conceptual model used in this thesis and 
what it means in the context of the main research question regarding transitions in living 
arrangements made by people with ID. 
5.8 IMPLICATIONS OF FINDINGS FOR HEALTH CARE UTILISATION 
MODELS AND PEOPLE WITH ID  
Andersen continues to be the dominant model in the study of HSU but the range of other 
frameworks applied by researchers to understand HSU, highlights limitations in 
Andersen in fulfilling the purpose of the specific studies. It further illustrates the 
importance of context in HSU with models and frameworks designed and/or adapted 
for particular purposes.   
 
The literature review (Chapter4) highlighted the complexity of health issues and barriers 
to HSU for people with ID, the impact of region and setting on use and subsequently the 
impact on health and HSU following a change in living arrangement. The literature has 
demonstrated how the themes of human agency, location, temporality, relationships 
and interdependencies are relevant to the HSU, living and transition experiences of 
people with ID. These themes frame the current discussion also. As the focus of the 
systematic review was specifically health service utilisation and models/frameworks 
used to study this, the theme of health will not be explored separately below. Health as 
a theme underscores all other themes within this chapter.  
5.8.1 THEME: HUMAN AGENCY  
Andersen presents a framework for studying an individual’s use of services but no choice 
variable or reference to self-directed health care is included. Choice has appeared as 
lifestyle choices (82) and in terms of the decisions made by an individual during their life 
as well as the environment within which these decisions are made (288). The work of 
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Stoller et al (2011) is framed by Leventhal’s et al (2004) concept of the individual as an 
active problem solver in relation to their health, and Cockerham’s healthy lifestyle 
paradigm which includes (agency) and life chances (structure) and the interaction 
between both of these(288).  The individual as self-directing is also captured by 
McCormack et al (2001) in the conceptualisation of pathways to health(289).  
 
The concept of decision-points in relation to use or selection of services (290-292), 
informed choice (293), ‘ability to seek’ care (294) and individual involvement in 
decision(295) were also identified in the reviewed frameworks.  
 
A concept related to choice is that of control and features in a limited way in the 
reviewed frameworks. No control variable or reference to self-directed health care is 
included in the Andersen model but health locus of control concept was noted by 
Babtisch et al (2012) as used in one study as a predisposing factor(280). There are 6 
instances of control mentioned in the frameworks: ‘decisional control’ (296), low job 
control and how this is related to stress(297), health locus of control (298), perceived 
control (299, 300) and Hubbell et al (2006) incorporate reference to danger control and 
fear control(301).  
 
These examples of how choice, and to a lesser extent control, are operationalised in HSU 
are an important contribution from the HSU frameworks reviewed. The research 
literature has shown the issue of choice as important for people with ID across all areas 
of life. People with an intellectual disability, particularly people with a severe or 
profound ID, do not always have the opportunity to express choice in his/her life (122). 
Yet there is evidence of positive health outcomes associated with greater choice and 
autonomy (125, 139) and as such increasing choice opportunity for people with ID across 
all domains of life is a valuable goal.   Yet of the ten ID specific papers, only three 
referenced choice and this was limited to personal lifestyle choices (82) and broadly self-
determination (26), with the most explicit description presented by Owens et al (2010) 
in choice facilitation so that individual with ID directs support and service needed(139).  
 
From the framework review it is clear that use of services is not a ‘given’ in that a 
decision needs to be made to access services but prior to that the individual must 
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recognise that a health need exists. This is emphasised by Alborz et al (2005) in the 
model of access for people with learning disabilities and highlights that the need may be 
recognised by the individual and/or a carer or advocate(82). In this respect, and in 
particular for people with ID, human agency is strongly related to and intertwined with 
relationships and interdependencies. Do people with ID have the opportunity to make 
or learn choice making skills? Are people involved in decision making process? Do people 
with an intellectual disability have choice and control over their healthcare? This will be 
increasingly important as people transition to new living arrangements.  
5.8.2 THEME: LOCATION  
Broad place variables at the level of geographic location and community characteristics 
are evidenced in the Andersen model, such as distance travelled, urban/rural distinction 
and region as well as the ‘site’ where service is received(13). There is an absence of any 
individual level place variables such as type of living setting, condition of housing and 
ease of navigation between home and wider neighbourhood/community space. 
Although Guilcher et al (2012) following their review of Andersen’s model recommend 
that ‘home layout’ should be included in future access studies for people with spinal 
cord injury(279).  
 
The frameworks reviewed in the current study  incorporated place as urban/rural 
distinction (288, 302), geographic location (294), living and housing conditions (27, 303, 
304), residential settings (293) and  distance to travel and neighbourhood factors (263, 
264, 305, 306). In fact, Essink-Bot et al (2012) specifically refer to living in residential 
setting and is the only occurrence of such place variable in the frameworks(293).  
 
The additional frameworks highlight the need to include a more refined and ‘local’ place 
variable to better understand HSU. Historically, people with an intellectual disability 
were segregated in large residential institutions (186) with more recent policy (179) 
shifting to, although not eliminating these institutions, towards more community based 
living. The concepts of living and housing conditions as alluded to in the additional 
frameworks could potentially include type of residential setting. Based on the 
differences between the housing experience of people with ID and general population 
outlined in the literature, the study of HSU for people with ID may benefit from 
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highlighting specific aspects of living, such as setting type, and size, tenancy/ownership, 
staffed/non-staffed, culture and some measure of the service/home duality that could 
potentially impact on use of services. 
 
Toloo (2013) includes living status as a socio-demographic variable to consider. In this 
context, it refers to if the person lives alone or with someone else (partner, children, 
family etc.), thus highlighting the link between place and people(307). This aspect of 
location links with type of setting discussed above as well as the relationship and 
interdependency theme and for people with ID this could include reference to living in 
a place with staff supports, with family or living alone.  
 
Transportation (290, 308) comes under the theme of location highlighting the relevance 
of how an individual can navigates the space they live in to access services.   It also links 
with the site at which the health service is received as proposed by Andersen. Alborz et 
al (2005) also indicate service setting as an important contributor to HSU, specifying 
setting characteristics of opening times and waiting times(82). People with ID may be 
provided with services on-site (from service provider), in mainstream setting or 
combination of both. Travelling to services off-site is dependent on people, as well 
access to transport. Transportation may be another service provided by the ID service 
provider or option of using own or public transport may exist for some people with ID. 
Distance and transportation may impact on what services and how and when people 
with intellectual disability can use services. 
The review of frameworks also indicates the role that environmental factors play in the 
HSU experience of minority or more vulnerable populations, such as health equity, 
healthcare reaching and cultural and social capital. Issues of discrimination and stigma 
as well as legal status of minority groups within the community were highlighted. These 
are also issues of relevant to people with ID. Yalon-Chamowitz (2009) was the only ID 
paper in this review that identified the issue of stigma as impacting on accessibility of 
services(26). Overall these issues may impact on ease with which required services are 
accessed at appropriate time and place and the greater application of these in general 




5.8.3 THEME: RELATIONSHIPS AND INTERDEPENCIES  
Andersen identifies family and community level variables as important to HSU. This is 
confirmed by Babitsch et al (2012) who highlight the inclusion of social and emotional 
supports(280). Support in the application of this framework is considered an enabling 
factor or facilitator to HSU. One notable recommendation in terms of support variable 
as proposed by Guilcher et al (2012) is the inclusion of quality of relationships/emotional 
support with informal and formal carers to future adaptations of Andersen(279).  
 
A much stronger emphasis on the support role required for some people to access and 
use services was highlighted in the reviewed frameworks. These frameworks present 
support for greater exploration of the role of assistance and various relationships pivotal 
to HSU. The findings highlight the reliance of some people on others within their social 
network to identify health need, to navigate the health system and use appropriate 
services.  
 
Many people with ID rely on others, family, advocates, carers, staff, to provide support. 
How to address this in HSU for people with ID, can be informed by the type of support 
identified in other HSU frameworks - social support (291, 300, 304), social networks 
(307, 309), public support (Mitchell, 2002), family relationships (264, 310) and other 
family factors such as family involvement in care provided(308).  
The importance of social interconnectedness(311), psychosocial (312) and affective 
supports (296) to HSU are highlighted. Specifically in relation to HSU for people with ID, 
Alborz et al (2005) include in their model specific mention of availability of 
carer/advocacy and that the health issue may need to be recognised by carer(82). 
Derose et al (2011) also mention advocacy(313).  
 
Communication and rapport with provider identified in frameworks highlights the 
importance of the provider-patient relationship and being able to communicate with 
one another. This arose in the context of immigrants who were non-English speaking 
(300) but could inform a model of HSU for people with ID, as people with ID are non-
verbal or have difficulty communicating to some extent. Alborz et al (2005) include 
reference to communication ability (82)and the literature has indicated that 
communication difficulties present a challenge to health professionals and result in 
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barriers to services by people with ID (227). This may result in the support required from 
others increasing, particularly if mainstream health services, where health professionals 
may have limited experience with people with ID, is to become the service setting of the 
future as people with ID move to the community.  
 
The findings also raise the issue of the extent of choice an individual has regarding health 
care if other people play such a dominant role and links back to the theme of human 
agency discusses earlier.  
5.9 IMPLICATIONS OF FINDINGS FOR CONCEPTUAL MODEL USED IN 
THESIS AND MAIN RESEARCH QUESTION 
Examination of the HSU frameworks through a life course approach illustrates the core 
themes of the life course are incorporated within the study of HSU and are important in 
terms of health outcomes. It further demonstrates the intersectionality of these themes 
with health, location, agency and relationships impacting on and influenced by each 
other. This provides additional support for the use and applicability of a life course 
approach in the study of home, health and ageing for people with ID.   
 
The findings of the systematic review position the individual at the centre of their own 
lives and in particular their health experience. Health and HSU are framed by where one 
lives and who one lives with and vice versa; choice of location or home is influenced by 
one’s need for service. The position of the individual in this and the extent of choice and 
autonomy is impacted by and impacts on both health and home. Agency in HSU likely 
corresponds to agency in other life areas. If people with ID move to community with no 
previous experience of health care decisions, is it realistic to assume such skills 
automatically develop upon moving. In this context how likely are people with ID to 
accrue the positive benefits anticipated following a move.  
 
Changes in the life course were identified in a small number of frameworks reviewed. 
Stoller et al (2011) include life changes/structure (288) while Petersen (1990) as 
referenced in Stahlnacke et al (2005) includes permanent change or modification of life 
situation in his conceptualisation of health-related behaviour(27). Life events were 
identified in two frameworks; 1. Setia et al (2011) refer to Berry’s (1997) concept of life 
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events(314) and 2. Kosteniuk (2006) refers to early life as an important consideration 
for understanding utilisation of health services(315).  Time as a factor was included in 
the conceptual model by Xiao et al (2014)(316). 
 
The limited focus on time and impact of life events over time, illustrates the tendency 
of the HSU frameworks reviewed to view health access at one point in time. However, 
health is impacted by early life events as is current access and use to appropriate 
services. A life course approach to HSU can enhance the understanding of health service 
use for people with an intellectual disability. This can be achieved by being cognisant of 
the themes that dominant the life course stages as well as key concepts of life course 
theory such as the occurrence of life events and transitions. Specifically for the present 
thesis a life course approach enabled deeper exploration of key issues of choice, control, 
role of place, support and life events/transitions. Including these domains for people 
with an intellectual disability can potentially provide a more complete understanding of 
the current health and health service use as well as the barriers and facilitators that exist 
over time which influence access to and use of appropriate services at the right time and 
right place.  
5.10 LIMITATIONS OF SYSTEMATIC REVIEW  
Due to specific criteria for this review it is likely that not all frameworks that have been 
used for the study of health services utilisation were identified. Frameworks used for 
the specific health service utilisation experience of children, low-middle income 
countries and people with mental health difficulties are not covered in this review. Some 
of the identified frameworks may be applied in these contexts but there may also be 
additional frameworks which have not been identified in this review.  
 
The quality of the studies using frameworks was not assessed. The aim of the review 
was to identify the range of frameworks, other than Andersen’s Behavioural Model, that 
have been applied to the understanding of health services utilisation. The study design 
and methodological issues were not of relevance to this question rather the presence 
and use of a framework to guide the study was the focus. With this in mind, a potential 
bias that is not addressed is the possibility of these authors only reporting on the 
domains and variables of interest to their population of interest or due to the data 
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source available. Thus, framework domains could be missed. In order to minimise this, 
the principle reviewer sourced the original framework and mapped that to Andersen. 
The paper from the review list was still provided as an illustrative example of 
implementation rather than referencing the source article which would not have been 
identified as part of the review.  
 
In addition, in using the Andersen model as the framework with which to guide data 
extraction there was risk of attempting to squeeze all frameworks into one structure 
and to make all Andersen-esque. However, the intention of using the framework 
approach was to provide structure and transparency in the mapping process. The 
introduction of the ‘other specified’ category and review of all domains and variables 
within in the context of the specific study question, reduced the likelihood of falling 








CHAPTER 6  METHODOLOGY 
6.1 RESEARCH QUESTION AND AIM OF STUDY 
The main research question is, during a time of housing relocation and transition, what 
are the drivers for change in living arrangements for older people with an intellectual 
disability in Ireland, where does the individual fit within this transition process and what 
are the implications for health service utilisation?  The study aims to understand if and 
how older people with an intellectual disability are involved in the decision to move 
place of residence, the relationship between this choice opportunity and the 
opportunity for choice in other areas of life and how both choice and moving impact on 
health service utilisation. 
6.2 SPECIFIC STUDY OBJECTIVES  
 To explore the policy context for housing and health for older people with an 
intellectual disability in Ireland; 
 To explore how a life-course approach can inform an understanding of health 
care utilisation for older people with an intellectual disability? 
 To explore the health profile of older people with an intellectual disability 
across range of living settings and to compare these health profiles with the 
general older population; 
 To examine the process of moving for older people with an intellectual 
disability and explore the role of the individual in the decision process; 
 To explore if people who were involved in the decision to move are healthier 
and happier post move compared with those who were not involved in the 
decision to move; 
 To explore the choice experience of older people with an ID and changes that 
occur in this experience over time; 
 To examine overall health and well-being indicators of movers post move;  
 To examine if differences exist in the experience of choice, health and well-
being for movers and non-movers; by overall mover group as well as by type of 





6.3 OVERALL RESEARCH DESIGN 
The overall research design consisted of three main elements:  
 content analysis of relevant policies (objective 1) 
 systematic review of healthcare utilisation models (objective 2) 
 a prospective longitudinal study (IDS-TILDA) (objectives 3-8). 
Chapter two presents the policy analysis and chapter five presents the systematic review 
of health service utilisation frameworks, responding to objectives one and two of the 
study, with the detailed rationale, methodology and findings in relation to each specific 
objective provided in these chapters.  Therefore, the methodology for the policy and 
systematic review will not be presented again in this chapter but are mentioned here as 
they form part of the overall research design. The present chapter will present the 
specific methodology used to address objectives 3 to 8 and focuses on the quantitative 
analysis of IDS-TILDA.  
 
The rationale for using IDS-TILDA and a description of the study design are outlined. This 
is followed by an overview of the specific role of the researcher in this study and the 
tasks undertaken. The final section presents the analysis plan and measures used.  
 
6.3.1 MAIN DATASET ANALYSED 
Intellectual Disability Supplement to the Irish Longitudinal Study on Ageing (IDS-TILDA) 
Ireland is the only country to date to fund a longitudinal study on ageing of people with 
an intellectual disability. The IDS-TILDA is led by Trinity College Dublin and is a 
supplement to and comparable on many measures with the Irish Longitudinal Study on 
Ageing (TILDA) a longitudinal study of the general older population. The purpose of IDS-
TILDA is to track the changing health needs of people with an intellectual disability as 
they age; to inform relevant policy and improve services and supports for people with 
ID as they age. The specific aim of the study is set out in McCarron et al (2011: 21) “To 
identify the principal influences on successful ageing in persons with intellectual 
disability, and then determine if they are the same or different from the influences for 
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the general population”(202). The project is underpinned by values of inclusion, 
promotion of people with ID, promotion of best practice, choice, person-centeredness, 
empowerment and as well as practical emphasis on making positive contribution to the 
lives of people with ID (317).  
6.3.2 RATIONALE FOR USING IDS-TILDA 
The longitudinal nature of the study and the focus on older people with an intellectual 
disability makes IDS-TILDA the best available source of information on moving 
transitions for people with intellectual disability. Of particular relevance is that wave 1 
data collection preceded the introduction of the housing and congregated settings 
policies while wave 2 data collection followed. Thus, comparison pre and post policy 
publication is possible. The breadth of information collected is illustrated in the IDS-
TILDA conceptual framework which underpins the project (Figure 6.1).  
 
 
(Source: McCarron and McCallion, 2012) (316) 
Figure 6.1 IDS-TILDA conceptual framework 
 
As mentioned above, there are other sources of longitudinal data (TILDA) and there are 
also other sources of data on people with an intellectual disability (National Intellectual 
Disability Database – NIDD; National Disability Survey – NDS) in Ireland. These other 
sources of data were examined in the initial stages of this study to assess their potential 














































reasons why further analysis was not undertaken for this specific research question is 
presented below. This discussion also provides further support for the selection and use 
of IDS-TILDA.  
6.3.3 EXPLORATION OF THE WIDER DATA LANDSCAPE ON PEOPLE WITH 
INTELLECTUAL DISABILITIES IN IRELAND  
The data landscape in Ireland was explored and each data set with potential for 
answering this research question examined and compared. Appendix C1 provides 
abstracts of papers prepared based on this analysis which formed part of the exploration 
of relevance, appropriateness and completeness of data for the study.  
6.3.3.1 National Intellectual Disability Database (NIDD)  
The NIDD is an administrative service planning database, owned by the Department of 
Health (DoH) in Ireland and managed by the Health Research Board (HRB)(318). One of 
the key strengths of the NIDD is that it is a concise minimum dataset that informs policy 
and planning of specialised services for people with an intellectual disability. The specific 
and limited nature of data captured is also one of its weaknesses in the context of this 
PhD study.  
 
Health is a concept broader than service provision alone and cannot be understood only 
in the context of the services used and needed. People do not use or attempt to access 
health services in a vacuum. In particular, with regard to the current study non-medical 
determinants of health such as where you live, opportunity for choice, participation and 
involvement in transitions in living arrangements is of interest. This additional 
information can provide a more complete understanding and interpretation of health, 
how/where/when people with intellectual disability (ID) engage with services and the 
subsequent impact on health outcomes (both objective and subjective) and health 
service utilisation. As Ouellette-Kuntz et al (2010: 78) note, “More information however 
is needed about the individual needs and resources of persons with ID and their families, 
and the community where they live for more informative planning and provision of 
services”(319).   
 
The extent of participant (non)/ engagement with choice, community, leisure, 
educational and employment sphere is unknown for those registered on the NIDD. 
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Although, living transitions for people on the NIDD can and have been tracked(10), how, 
why and who was involved in these transitions is not recorded.  McConkey et al (2006) 
show that recording the need for change in living arrangements and previous use of 
respite services are the two main predictors of change in accommodation(10). Tracking 
11,000 people with an intellectual disability over an 8-year period indicated minimal 
levels of movement for people living at home (10). Over this period, 85% of people living 
with family continued to do so and 67% did not see a need for moving in the future (10).  
6.3.3.2 National Disability Survey (NDS) 
A post-census National Disability Survey (NDS) was conducted in Ireland in 2006. This 
was the first time a national disability specific survey, with detailed information on 
prevalence of broader range of disability as well as data on participation and activities, 
was carried out in Ireland(45, 46). The survey has not been repeated and at present, 
there is no indication of a follow up taking place. The method of recording intellectual 
with learning disability was carried forward from the Census to the NDS. This category 
also included people with an interpersonal disability and people who had a diagnosis of 
intellectual disability. Intellectual and learning disability was one of nine categories of 
disability included in the NDS. The value of such a national survey is that a representative 
picture of range and type of impairment, extent of participation restriction and 
limitations in activity can be explored. Data on the supports and services used and 
needed by people across a range of disabilities at one particular point in time is 
captured.  Prevalence was estimated at 8.1% when based on sample taken from ‘yes’ to 
disability on the Census but increased to 18.5% estimated prevalence when the general 
population sample was also included(that is, sample of people who responded ‘no’ to 
having disability in the Census 2006)(45) .  
 
The NDS has the potential to inform some of the questions of interest on participation, 
health service use, health and some indicators of choice, albeit at one point in time. This 
data is available not only for people with an intellectual disability but across a range of 
disability categories, making comparison with other disability groups possible. Based on 
the ICF definition of disability, data on participation in a range of life domains (education, 
employment, health) as well as key life activities (care, sport, travel) was collected. A 
challenge is that published data from the NDS has to date combined a range of 
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conditions within the overall category of intellectual and learning disability, thus, there 
is little clarity or insight into if and how the cohort of people with intellectual disability 
differ in terms of profile, living arrangement, services and support needs compared with 
people with an interpersonal or learning disability, or indeed other disability groups. The 
value of reporting all three disability subgroups together is questionable and this was 
explored in the exploratory scoping work of data sources for this thesis (see Appendix 
C1). In addition, reporting of difficulty and diagnosis are not externally validated as part 
of the survey process and can be viewed as a limitation of surveys (320, 321).  
 
In contrast, the longitudinal design of the IDS-TILDA enables tracking of changes for 
people with an intellectual disability over time, in terms of living and transitions, choice 
as well as range of health, well-being and participation indicators. The issue of non-
verification of diagnosis or registration in survey data is overcome in the administrative 
system which is informed by professional assessment of need.  
6.3.3.3 The Irish Longitudinal Study on Ageing (TILDA) 
The Irish Longitudinal Study on Ageing (TILDA) collects data on the general older 
population aged 50 years and over. Using the Irish Geodirectory, a national 
representative sample was identified. The sample was stratified by socioeconomic group 
and geography with wave 1 sample of 10,128 households identified (322). Wave 1 
achieved a sample of 8,178 individuals aged 50 years and older from across 6282 
households interviewed with interviews taking place for this first tranche in 2009/2010. 
This represented a 62% response rate. In addition to the individual older person, 
spouses/partners were also invited to participate to provide context and insight into 
family circumstances(322) . 
 
TILDA includes community dwelling residents only and thus many people living in 
residential settings, for example, nursing home residents are not represented in Wave 
1 of this study. As a consequence many people with disability and in particular people 
with intellectual disability were not included. Disability was defined in terms of 
impairment of functioning and difficulty doing activities of daily living (ADLs) and 
instrumental activities of daily living (IADL). At wave 1, 7192 participants (87.9%) had no 
disability (322), with 11% men and 14% of women aged 50 and over reported to have at 
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least one limitation in daily activities (323).  No data has been reported on type of 
disability and/or if people with an intellectual disability living in the community were 
captured as part of data collection. Thus, TILDA was not an appropriate data source for 
answering the main research question but was an important source of comparative 
information between older people with ID (IDS-TILDA) and the general older population 
(TILDA). 
6.4 DEFINING AND IDENTIFYING MOVERS 
Two data collection waves of the IDS TILDA have been completed to date. Baseline data 
collected in 2010 with follow up interviews with the same cohort of participants in 2013. 
Further detail on study design is provided later in this chapter, but it is important to note 
at this point that data was collected through a computer assisted personal interview 
(CAPI) as well as through a questionnaire sent to the participant prior to the interview 
(this was called a pre-interview questionnaire or PIQ). There was a question on CAPI and 
on PIQ that asked if the residence the participant was currently in was the same or 
different to that at wave 1. The responses to these questions were as follows:   
 State ‘yes’ have moved since last interview on PIQ and CAPI = 120  
 State ‘yes’ have moved on CAPI but not on PIQ = 28  
 State ‘yes’ have moved on PIQ but not on CAPI =23 
 Missing data = 9 (5 missing CAPI and 4 missing PIQ) 
Sixty of the participants had unclear moving status and these were not included in the 
current thesis.  
Differences in response to ‘moving’ questions may be due to:   
 Different people may provide the answer to the CAPI and PIQ; for example, PIQ 
may be completed by one member of staff and CAPI may have been completed 
by individual with ID, by proxy or by person with ID and a support 
worker/advocate.  
 Time lag between completing CAPI and completing PIQ; a move may have 
occurred between the time CAPI completed and PIQ completed and returned 
to the research office;  
 Interpretation of and meaning of a ‘move’ may be different for different 
respondents. For example, a move to a different unit on the same campus may 
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not be considered a move by some, and perhaps was not clarified by data 
collectors as such.  
Changes to how this questions is asked and the identification of movers in future waves 
has been proposed for wave 3 data collection. For the purposes of this thesis only the 
120 people who had confirmed mover status (stated yes to moving on the PIQ and CAPI) 
were included in this analysis.  
The study design of the IDS-TILDA project including sampling, ethics and data collection 
are described in the next section. This is followed by detail of the researcher’s role in the 
project.  
6.5 IDS-TILDA STUDY DESIGN 
The IDS-TILDA is a prospective longitudinal study. Longitudinal research in the ageing 
field has contributed hugely to the understanding of how the general older population 
age, the illnesses and experience of disability onset and the challenges faced(324). There 
is a dearth of longitudinal research that facilitates or contributes to our understanding 
of the ageing experience of people with an intellectual disability. IDS-TILDA addresses 
this gap for Ireland. 
 
By definition “A longitudinal study is one in which two or more measures or observatios 
of a comparable form are made of the same individuals or entities over a period of at 
least one year” (278) and in essence is data collection at multiple follow up time points. 
Participants are recruited and have data collected at multiple time points. Data for IDS-
TILDA has been collected at two time points thus far, 2010 (n=753) and 2013 (n=701), 
involving the same group of participants. There were no newly recruited participants at 
wave two.  
 
One of the main advantages of this type of study design is the ability to identify trends 
in the population of interest and to track changes over time(324, 325) as it is possible to 
“..look at correlates of change, patterns of change and other elements of interest as they 
relate to change over time”(326). Longitudinal designs also enable in-depth data 
collection across a range of topic areas. The nature of this design means that it is possible 
to separate effects of time/ageing (within individual change) from cohort effects 
(differences between participants at baseline) (327) and recently has been applied to 
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the study of the influence of time on the unmet health needs of people with disabilities 
in Canada (283). 
 
However, longitudinal studies are cost-intensive, in terms of human resources, money 
and administration. The commitment from participants is potentially great. 
Consequently, a major challenge can be participant attrition, that is, people leaving the 
study, through natural attrition (death), due to a change in circumstance (individual 
illness or change of residence not known to research team) or by choice (no longer wish 
to participate) (328).  As the same participants, are involved at various time points there 
is also the risk of bias occurring through ‘panel conditioning’ (328). This refers to the 
potential of participants to become more aware and knowledgeable about the project 
in a way that impacts on how they answer in future waves. However, there was no 
support found for panel conditioning as a result of between wave newsletter 
engagement (329).  In addition the researcher using longitudinal data does not have 
insight into the sequence of events between each data collection point(328) and as such 
from an analysis perspective, there is difficulty identifying the direction of effect for 
changes that occur.  
 
Missing data is a common challenge of longitudinal studies, linked to attrition as well as 
inconsistent interviewing techniques with changes in research teams over years(324) . 
“Longitudinal surveys present a special case where, as multiple waves of attrition are 
accumulated, the risk of bias increases, and diminishing sample sizes increase the 
variance of survey estimates, further exacerbating error” (329). A common strategy is 
to use only complete cases, but this can adversely impact on the precision and power of 
the analysis (330). Retention between wave 1 and wave 2 was very high (93.1%) and 
thus there is data from two collection points for the majority of the sample. Missing data 
within specific questions was handled through analysis reporting on valid percentages 
for descriptive statistics and pairwise deletion applied for chi-square, regression and 
factor analysis.  
 
Practical strategies in the administration of longitudinal research can also serve to 
reduce extent of missing data. IDS-TILDA employs computer assisted technology for 
interviewing with in-built checks and prompts to ensure all questions are asked of all 
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participants and limit potential for missing data as well as allowing skips for questions 
not relevant. Acknowledging and facilitating the need for support in interviews is also 
an important strategy. This may be in the form of breaks throughout the interview; 
conducting the interview over a number of sessions/days if the process is very tiring for 
the participant, and also enabling family, support worker or advocate to complete or 
help the individual complete the interview (or sections of the interview).  
 
Between wave engagement is a common strategy used to limit attrition and minimise 
non-response bias in longitudinal studies(329). IDS-TILDA has an on-going, structured 
‘keeping in touch’ strategy (see Appendix C2 for outline of this strategy). This involves 
ensuring accessible report publications and report DVDs for participants to engage with 
the findings from the study, posting regular newsletter updates as well as Christmas and 
Easter cards to individual participants. Staff and services are updated on progress and 
plans for the next wave. This engages staff working in services as well as the participants 
themselves. IDS-TILDA team maintain this strategy and also maintain an up-to-date 
address list based on any returned post, notification from the individual, family or staff 
and telephone calls in the months preceding commencement of data collection to 
confirm present address. 
6.5.1 SAMPLING FRAME FOR IDS-TILDA  
The National Intellectual Disability Database (NIDD) is a web-based administrative 
database of the Department of Health Ireland; managed by the Health Research Board 
(HRB)(318). It was established in 1995 to capture data on the specialised services used 
and needed by people with an intellectual disability. The impetus for setting up this 
specialised administrative database was to better inform regional and national service 
planning(318). There have been continual registrations since its inception and each 
individual has his or her record updated annually. Any changes to services, supports and 
living arrangements are updated and published Annual Reports reflect the most up-to-
date data for that year (42) Interviews are conducted with service users and/or proxy by 
staff based in regional intellectual disability service providers and/or regional health 
service database teams within each health service region in Ireland.  The NIDD adheres 
to the definition of intellectual disability as per the International Classification of 
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Diseases version 10 (ICD-10). To be eligible to register on the database the individual 
must meet the following criteria:  
 “Individuals who have a moderate, severe, or profound intellectual disability. 
 Individuals who have a mild intellectual disability and who are in receipt of a 
specialised health service. 
 Individuals who have a mild intellectual disability and who have been assessed 
as requiring a specialised health service immediately, within the next five years, 
or has contingency requirements for such services. 
 Individuals (whether or not they have any level of intellectual disability) who 
are in receipt of specialised health services from an intellectual disability 
service. 
 Anyone who is in a psychiatric hospital who has been assessed as having an 
intellectual disability. 
 Individuals who have a syndrome of which intellectual disability is usually a 
feature such as Down Syndrome”  (http://www.hrb.ie/health-information-in-
house-research/disability/nidd/information-for-participants/)  
It is worth noting that individuals with autism are not eligible to register unless they also 
meet the criteria above, for example, they have intellectual disability or access/require 
services from an intellectual disability service provider. The NIDD does not provide 
population prevalence of intellectual disability, it does provide valuable data on 
prevalence of people with an intellectual disability, who require or currently use 
specialised personal health and social services. In 2006, there were 25,518 registered on 
the NIDD which increased to 27,691 according to most recent reports (42).  
6.5.2 SAMPLING SIZE AND PROCEDURE 
The NIDD assigns a unique identifier known as a PIN (personal identification number) to 
each person who registers on the database. This facilitates communication between the 
national database team (who access anonymised data only) and the regional database 
teams (who access personal information for purposes of contact for interview and 
review of data). Sample selection for IDS TILDA and recruitment was undertaken by the 
NIDD teams. At national level, 1800 random PINs for the group aged 40 years and over 
were selected. This number was chosen as the aim for IDS-TILDA was a sample in the 
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range of 750-850 participants and evidence suggests that response rate in such studies 
averages about 50%(202).  
 
These 1800 PINs were sent to the relevant regional database teams. These teams 
verified that NIDD data was up to date and that the individual was still registered on the 
system. These regional teams also facilitated posting of IDS-TILDA information packs to 
the 1800 people. These information packs contained project information and consent 
forms. Easy to read versions were included. If interested in participating the individual 
was asked to complete the consent form (either independently or with support if 
needed) and return to the IDS-TILDA researchers. Consent was further affirmed at time 
of interview. Once consent was received the individual was contacted by IDS-TILDA 
researchers to arrange the interview. At wave 2, individuals were asked to complete a 
new consent form to confirm their consent for participation in this second round of data 
collection. The final sample at wave 1 was 753 participants (slightly below the predicted 
50% response rate) (202). The sample was not refreshed for wave 2 with no recruitment 
of new participants. Of these 753 participants at wave 1, 34 people were deceased and 
18 people withdrew from the study by wave 2 (331) thus sample at wave 2 was 701 
participants. This represents a retention rate of 93.1%.  
6.5.3 INTERVIEWER TRAINING AND DATA COLLECTION  
A total of twenty-four data collectors were involved in wave 2 for IDS-TILDA. This was a 
combination of paid data collectors and PhD students accessing the IDS-TILDA data. 
Training took place over a two-day period. This was delivered by six people, including 
Principal investigator, project manager, IDS-TILDA researcher and staff. The training 
covered topics of ethics, data protection, interviewing technique, how to complete the 
CAPI and data input.  Interview technique was practiced through role play. Please see 
Appendix C3 for overview of training modules delivered by the IDS-TILDA project team 
to data collectors.  
 
Data collection ran from April 2013 to February 2014 and included participants from all 
26 counties in the Republic of Ireland. A similar training and data collection model was 
used for wave 1 with data collection for this first wave of data taking place in 2010.  
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6.5.4 STUDY ETHICAL APPROVAL  
The ethical principles guiding a research project are immensely important, and even 
more so, when engaging with a vulnerable group such as older people with an 
intellectual disability. The application and ascertainment of ethical approval was led by 
the two Principal Investigators of the IDS-TILDA project. This was an extensive 
undertaking prior to wave 1 and prior to wave 2. This involved ethical approval through 
Trinity College Dublin (TCD) as well as with each of the 138 service providers that 
potential participants were linked with for services. Formal ethical approval for 66 
service providers and board of management approval for the remainder of the 
organisations was achieved. This process of ethical approval from the overseeing 
academic institution (TCD) and the service organisations was replicated at wave 2. The 
ethical approval letter for wave 2 is in Appendix C4.   
 
Agreement was also needed from the Department of Health, HSE and HRB regarding the 
use of the NIDD as a sampling frame. The database had never been used in this way 
previously. A formal written request and presentation to the National Committee 
responsible for governing the NIDD was made.  
6.5.5 STUDY ETHICAL PRACTICE  
IDS-TILDA is guided by the values of inclusion, promotion of people with ID, promotion 
of best practice, choice, person-centeredness, empowerment and contribution to the 
lives of people with ID (317). People with intellectual disability are at the forefront of 
this study. This is evident in the consultation with participants in the review of wave 1 
questionnaire in the process of preparing for wave 2. A number of consultative forums 
were held around the country with people with an intellectual disability. The purpose 
was to raise awareness of and get feedback on proposed changes to the questionnaire, 
the administration of questionnaire and administration of the new objective measures 
to be administered in addition to the interview. In addition, the consultation process 
sought to ensure any new or changed questions were accessible; to give the opportunity 
for people with ID to contribute to the design of the study as well as testing the 
accessible material to be used with the objective measures. There was also on-going 
consultation with a self-advocate with ID throughout the process. 
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Project information (leaflets, consent forms, reports) is provided in various accessible 
forms including easy-to-read, large print and DVD. Participants are involved in the 
production of the DVD. 
6.5.6 INFORMED CONSENT 
Deciding whether to participate in a research project must be one made by the 
individual based on full knowledge of the purpose, process, potential risks and benefits 
to participation as well as a choice made without coercion or undue influence. The 
National Federation of Voluntary Bodies in Ireland recommends three criteria to use in 
assessing the ability of an individual with intellectual disability to give consent – 
understanding of the information, reflection on options, voluntary decision making.  In 
the Declaration of Helsinki (1964) it is stated that “participants must be volunteers and 
informed participants in the research project”(332). This principle of informed consent 
guided the consent process with the IDS-TILDA participants.  
 
The consent process began at wave 1 with individuals, their families as well as staff in 
services informed of the project, the purpose, the longitudinal nature of the project and 
as such potential commitment over time. In some instances the individual was deemed 
unable to give consent and so proxy consent from family and/or support worker that 
knew the individual very well was sought. This was not always a clear cut decision and 
was judged on a case-by-case basis and there is fine balance between excluding people 
unnecessarily and including people who do not fully understand the research process. 
As Carlson (2013) notes, “While it might be an injustice to exclude all people with ID 
from participating in research because of these challenges,  determining competence 
and specifically ensuring that an individual has the cognitive skills necessary for giving 
consent is not an easy or straightforward task”(333).  
 
Meeting with each individual participant and/or their support worker, carer, family 
member or advocate enabled this decision to be made with the aim to provide as much 
information, support, time and opportunity for the individual to decide and participate 
if they so choose. In these situations the emphasis was always on supported decision 
making as opposed to substitute decision making(334). If the interview was full proxy; 
the researcher asked to meet with the participant before the interview proceeded. The 
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participant was invited to sit in the interview for the proxy interviews. However, this was 
not always possible, either the individual chose not to or the staff member felt it was 
inappropriate (due to health issues). The principle of ‘process consent’ guided the IDS-
TILDA project overall and refers to consent being an on-going and negotiated process 
rather than agreement at one point in time only (335, 336).  
6.5.7 CONFIDENTIALITY  
Issues of confidentiality and security were addressed in training prior to data collection. 
Ensuring participant anonymity and confidentiality is essential at project level. When 
communicating with the IDS-TILDA project team the unique identifier rather than the 
individuals name was used. Any consent forms, questionnaires or other project 
documents were stored in a locked cabinet in secure office in the IDS-TILDA office. No 
data was kept on individual desktops and any uploads of data to SPSS where through a 
secure, password protected network. Protocols for storing and destroying data are in 
line with Trinity College Dublin (TCD) guidelines and as outlined in the IDS-TILDA ethics 
form. Data use protocols are also in place, a copy is provided in Appendix C5.  
6.5.8 DATA CLEANING AND VALIDATION 
The data cleaning and validation was led by the IDS-TILDA project manager and research 
team. The process for cleaning and validating PIQ data was as follows: 
Each interviewer checked hard copy of PIQ for completeness and then input into SPSS. 
A separate project team member checked the hard copy of the PIQ against the SPSS 
record. Any errors identified were rectified. If the error was occurring systematically, 
this was reported to the project manager who in turn informed researchers so as to 
minimise occurrence of the error in future. 
 
The interview responses were input directly onto the CAPI system during the interview 
and the data was then uploaded on SPSS by each interviewer. All SPSS files were merged 
into on master file by the technical support team. A structured cleaning and cross-




6.6 RESEARCHER ROLE AND PARTICIPATION IN IDS-TILDA WAVE 2 
Before data collection began the researcher had the opportunity to attend some 
meetings of the national steering committee which was tasked with reviewing all 
proposed changes to the questionnaire, bringing suggested amendments and agreeing 
final changes. The researcher also reviewed the questionnaire with the current PhD 
research question and recent housing policies in mind and made recommendations and 
suggested new questions. In addition to reviewing and suggesting changes to the 
questionnaire, once the questionnaire was finalised, the researcher was involved in 
testing of the CAPI system and reporting to project manager regarding errors and 
problems that required attention prior to the system going live in the field with 
participants.  
6.6.1 INTERVIEW TRAINING AND DATA COLLECTION 
The researcher participated in a two day training programme, led by IDS-TILDA project 
team, prior to data collection. In addition, the researcher previously participated in 
disability equality training and has worked in a number of different roles in the disability 
sector in Ireland.  
 
The researcher undertook sixty computer assisted interviews in wave 2 of the IDS-TILDA 
data collection which included self-report, supported and proxy scenarios. Interviews 
particularly full self-report interviews were scheduled over two to three sessions for 
participants; to limit fatigue and burden on the participant and also to improve the 
quality of data collected. The extent of breaks and/or splitting of interview were directed 
by the participant.  
 
In addition to the interview, the researcher was responsible for collecting, checking and 
inputting into SPSS sixty pre-interview questionnaires (PIQ) that had been sent to 
participants prior to the CAPI interview. Medication data in the form of Cardex forms 
(official list of prescribed medications from GP) were copied by researcher and returned 




As part of the data collection process the researcher kept a reflective data collection 
journal. Some reflections and learning from the journal are presented with the 
conclusions in Chapter 12. 
6.6.2 ETHICAL PRACTICE  
The researcher, as with all researchers and interviewers in the study, were subject to a 
Garda vetting process prior to data collection commencing. The researcher did not have 
to apply for ethical approval independently to the project as this was obtained for the 
project by the Principal Investigators (see earlier discussion).  
 
As noted previously, ‘process consent’ guided the study with the steps that the 
researcher went through to obtain consent are outlined next. The first stage of consent 
was through telephone contact with the individual, their support worker or family 
member. The researcher introduced themselves, explained that this was follow up from 
the previous interview and asked if the individual would be willing to meet the 
researcher and participate in an interview. A consent form was posted to the participant 
along with the pre-interview questionnaire and accessible information leaflet prior to 
interview. A card with date/time of interview, researcher name, contact details and 
picture of the researcher were also included. This served a number of purposes: 1. That 
the individual had a record of date/time of interview; 2. The individual would know what 
the researcher looked like and so who to expect on the day of the interview; 3. The 
individual could contact the researcher prior to the interview with any questions, to 
withdraw consent if they changed their mind or if they needed to change date/time of 
interview.  
 
On the day of the interview the researcher would ring to confirm that it was still 
convenient for the participant to do the interview at the arranged time. If not, the 
interview was rescheduled to suit the participant. When the interviewer met the 
participant, the researcher checked if they had received all the documentation in the 
post; talked through each part of the information leaflet and each part of the consent 
form; and answered any questions the participant may have had. If the participant (or 
proxy or support worker) was happy to proceed they were asked to sign the consent 
form. In some cases, staff stated that the individual could not write and so they offered 
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to sign the page. However, in as far as possible the participant was given the opportunity 
to sign or mark the consent form.   
 
On one occasion a staff member refused to sign the consent form even though the 
participant was present and willing to participate. They did not have confidence that the 
individual understood what they were signing up to. There was some discussion about 
an alternative consent form for the staff member, with slightly different wording that 
they were agreeable to. No interview took place at this time. This issue was reported to 
the project manager, following which the changes were made to the consent form for 
the staff member to sign. This was brought to the interview at another date/time and 
consent received from the staff member as well as consent received from the individual. 
It was important that assumptions about an individual’s ability did not prevent the 
individual having the opportunity to participate. This low expectation is dominant 
feature in the lives of many people with an ID and as Horner-Johnson and Bailey (2013) 
state in relation to consent, “It is possible that people with ID may simply be assumed 
incapable and thus ineligible”(337). 
 
The principle of ‘process consent’ was evident throughout data collection(335, 336). The 
researcher continually asked the participant if they were happy to proceed, if they 
needed a break, if there were any questions they didn’t want to answer and if the 
participant  wanted to stop the interview completely or just for that day and complete 
on another occasion. Many of the participants opted for the interview to be conducted 
over two or three sessions and these occurred over two to three days, at a time and 
place convenient for the participant. One participant was very vocal about being bored 
during the interview. The researcher returned a second day and shortly into the 
interview he informed the researcher very loudly and clearly that he was bored. The 
support worker who had been sitting in on the interview continued to answer the 
questions on his behalf and with his agreement.  
 
In addition, when conducting interviews sometimes the researcher was left with the 
participant alone in their bedroom to do the interview. This was not the most 
appropriate space to conduct an interview. The researcher endeavoured to locate a 
more appropriate and still private space for the interviews, but in a couple of situations 
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the participant wanted to do the interview in their bedroom as this was their space. In 
these cases, the researcher located extra chairs so as to avoid sitting on the participants’ 
bed, as this was deemed an inappropriate.  
 
An ethical approach to research continues beyond the data collection stage to storage 
and maintaining participant anonymity as well as at the data analysis and dissemination 
stage. For instance, during data collection the researcher did not include participant 
name in reflective notes and the reflective diary was kept in a secure draw in secure 
office. All documents related to the interview were filed in secure space in locked office. 
The researcher also has a duty to accurately present the data and represent the findings. 
There is also an obligation to communicate the findings to relevant people, not just 
academia but beyond and in particular, stakeholders involved in developing or 
implementing policy that directly impacts on the lives of people with an intellectual 
disability.  This is reported in Chapter twelve under policy engagement.  
6.6.3 POST DATA COLLECTION ACTIVITIES WITH IDS-TILDA PROJECT 
Since completion of data collection the researcher has continued involvement with the 
IDS-TILDA project in numerous ways: 
 The researcher has been an active participant in the IDS-TILDA keeping in touch 
strategy, writing and posting cards and newsletter packs to participants. 
 Data input of sixty pre-interview questionnaires and supplemental mental 
health measures (CES-D, HADS) for people who completed these measures; 
 Data cleaning and recoding in particular identifying movers and non-movers, 
creating categories of movers and highlighted and addressing any related data 
issues. As mentioned previous, there was discrepancy between CAPI and PIQ 
responses to the movers question and the researcher was involved in checking 
the hard copy of PIQ against the SPSS file; checking type of living arrangement 
at wave 2 compared with living arrangement at wave 1 for movers to confirm if 
this variable had changed. The outcome was identification of 120 people who 
were confirmed movers. 
 The researcher reported on issues from the field, through written document, 
supervisory meeting and project team meeting; the purpose of which was to 
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identify both good aspects and challenges of field work that may inform 
improvement at wave 3.  
 Analysis of wave 2 for IDS-TILDA wave 2 report and contribution to report (338, 
339) 
  Contribution to the accessible version of wave 2 report findings(340)  
 Conference presentations (list provided at beginning of thesis);  
 Researcher continues to engage (providing and receiving) peer support within 
and across the project team.  
6.7 ANALYSIS 
This thesis is based on two data waves and as such trend predictions are not possible. 
Identifying changes between waves and examining associations between variables is 
possible but the researcher will be limited in exploring cause and effect of these 
changes. This may be possible once further waves of data are collected.  
Three main datasets will be referred to in the discussion of analysis and findings for this 
thesis: 
1. IDS-TILDA wave 1 (n=753) and wave 2 (n=701) total sample data 
a. There were 120 confirmed movers (17%) identified at wave 2 out of 
total sample 
2. TILDA matched data set  
a. including all living arrangement types (n=998)  
b. including community residence only (n=474) 
3. Movers and non-movers matched data set at wave 2 (n=230) 
a. comparison made with wave 1 data for this matched sample) 
The description of the statistical process used to match data with the general population 
(TILDA matched dataset) and movers and non-movers matched data set is presented 
below. 
6.7.1 PROCESS OF MATCHING DATA SETS 
Creating matched data sets is a common statistical approach to enable comparison of 
groups while limiting potential confounding. Confounding occurs when associations 
with the outcome variable are mixed with other variable associations(341). This mixing 
of associations makes it difficult to identify differences between groups or to assign 
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differences in outcomes attributable to particular variables. Thus it is difficult to 
ascertain clearly the variables associated with changes of outcome variable.  
Samples are matched on common variables to ensure similarity between groups but it 
is important that these matching variables not related to the outcome of interest. In RCT 
and matched sample design studies, the groups are usually referred to as the treatment 
(receives intervention) and control group (does not receive intervention). These groups 
are similar on specified characteristics thus allowing the researcher to focus on the 
impact/effect of the intervention (all other things remain the same). As Austin 
(2011:400) notes, “...baseline characteristics of treated subjects often differ 
systematically from those of untreated subjects. Therefore, one must account for 
systematic differences in baseline characteristics between treated and untreated 
subjects”(342).  Matching across data sets, as applied for this PhD study, is referred to 
as ‘statistical matching’ as two datasets are matched retrospectively (343).  The concept 
of matching two groups in a comparable way is the same and the authors state that “the 
treatment and control groups must be matched in such a way that they only differ in the 
treatment received, but are otherwise identical on all other characteristics(343).  
This technique has been used in the ID research field (344), for example, to explore the 
effect on an individual having a sibling with a disability compared to those with siblings 
but no disability(345), the impact on child mental health of having a parent with 
disability compared to children whose parents do not have disability (346), and 
comparing birth weight among infants with Down’s Syndrome and those without(347) 
or comparing groups with different ID diagnosis(344). As noted above three matched 
datasets were created and these are described next.  
1. IDS-TILDA/ TILDA matched data set: The aim of comparing IDS-TILDA with TILDA 
participants was to ascertain if older people with an intellectual disability differ 
to general older population with regard to health (self-rated, functional 
limitations), health service use and access to screening. In essence, the general 
older population are healthier than older people with an ID. Therefore 
participants could not be matched on health, health service use or screening 
variables. As educational attainment and access to formal education is much 
lower for people with ID and much lower levels of people with ID are married; 
education and marital status were considered inappropriate matching variables. 
It should be noted that the TILDA sample excludes people living in nursing homes 
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or other out of home placements. Age, gender and geographic location were 
selected as the most appropriate variables to match these populations on. A 
dataset of 998 matched participants, 499 TILDA and 499 IDS-TILDA participants 
was generated. 
2. Community based IDS-TILDA/ TILDA matched data set: The second matched 
dataset was the same as above but excluded participants in IDS-TILDA living in 
large residential settings. This matched dataset included only community 
dwelling participants from both samples. Albeit, the nature of community living 
does differ greatly; for TILDA it refers to living independently in the community 
(usually as tenant or home owner) whereas for IDS-TILDA it incorporates living 
in community group home, with family or living independently. A dataset of 474 
matched participants was generated. 
3. Movers/ non-movers matched dataset: The aim of matching movers and non-
movers was to ascertain if movers performed differently at wave 2 in terms of 
health, well-being, participation, social connection, choice and service use 
compared with non-movers. Similarly to above, participants could not be 
matched on these outcome variables. The movers and non-movers dataset was 
matched on gender, age and level of ID. Participants who had unclear moving 
status, due to different responses on PIQ and CAPI were excluded from the 
matching process so that only confirmed movers and confirmed non-movers 
were matched. Matching on type of living arrangement was also explored but 
this adversely affected the numbers available for analysis and resulted in 
‘overmatching’. A dataset of 230 matched participants was generated. 
Propensity score matching was the technique used to match these datasets. It is a 
method of generating a single score based on observed covariates in order to match 
participants in one group in an observational study with participants in a second 
group(348) . In the present study, matching participants with an intellectual disability to 
participants from the general population or matching movers with an ID with non-
movers with an ID. “Specifically the propensity score is a number between zero and one 
that represents the predicted probability that a person is in a particular group, given the 
confounders” (347). Before the matching process could begin it was vital to ensure 
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datasets were clean and coding was uniform. The steps in the matching process were as 
follows: 
1. Propensity score matching was completed in SPSS 20 using the R-plugin and the 
“psmatching” custom dialog. Nearest neighbor matching without replacement 
was used based on a greedy matching algorithm with a caliper of .15 of the 
standard deviation of the logit of the propensity score (to reduce potential 
imbalances among matches). This non-replacement approach means that once 
a match was made that individual was no longer available for other matches 
(Blackford, 2009).  
2. In the case of the movers/non-movers matched dataset, using a caliper of 0.15 
resulted in a sample of 113 as some people were left unmatched. The caliper was 
thus increased to 0.2 which resulted in a matched sample of 115 movers and 115 
non-movers. So not all movers (n=120) could be matched. 
6.7.2 MEASURES USED  
Analysis of this data was undertaken by the researcher independently of the IDS-TILDA 
team but consistent with the analysis and data management protocols and conventions 
of the IDS-TILDA team. A range of measures were used in analysing data to answer the 
current research question. These are outlined in table 6.1. 
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Table 6.1 variables and measures used in analysis 
Measure Elements Rationale and source  
Demographic age, gender, level of ID To compare profile of groups in different living arrangements and moves 
made; as well as control variables in regression analysis 
Living arrangement  Community group home includes 5- and 7-day community 
group home for 48 week (go to family home for holidays) and 
52 week periods; 
Living independently or with family, includes living full or 
semi-independently, living with parents, siblings or some other 
relative 
Residential institute includes 5- and 7-day residential centres 
for 48 week (go to family home for holidays) and 52 week 
periods, nursing home, intensive placement, psychiatric 
hospital 
TILDA is a community based, non-residential sample only  
Tracking where people live and where people have moved to/from 
important context for understanding experiences of choice, change and 
health 
Health and well-being   
 
Self-rated General health 
Emotional health 
Number of days activities limited 
Self-rated health good indicator of actual health. Evidence that people 
with ID rate health better than general population 
Activities of daily living (ADLs) % with 2 or more ADLs 
Mean number of ADLs 
Indicator of difficulty with everyday activities, level of support required & 
potential indicator of ‘transition readiness’  
Instrumental activities of daily 
living (IADLs) 
% with 2 or more IADLs 
Mean number of IADLs 
Indicator of difficulty with everyday activities and level of support 
required & potential indicator of ‘transition readiness’ 
Chronic conditions Number of chronic conditions Indicator of multi-morbidity and whether type of conditions differ by 
setting/movers  
Vitality index Qs 23, 27, 29 and 31 form the Energy and Vitality subscale: 
How much time during the past 4 weeks did you feel full or 
pep? 
Vitality measure consists of 4 items from the 36 item RAND Health Survey 
Tool. A high score is positive high vitality  
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How much time during the past 4 weeks did you have a lot of 
energy? 
How much time during the past 4 weeks did you feel worn out? 
How much time during the past 4 weeks did you feel tired? 
 
Medication use Number of medications (range; mean) 
Use of 5 or more medications (polypharmacy) 
People with ID tend to be prescribed regular medications with 
polypharmacy defined as 5 or more medications  
Measure Elements Rationale and source  
Health service utilisation (HSU)   
Health visit  Frequency and mean number of visits to A&E, GP, outpatients, 
nights in general hospital 
Indicator of health – high frequency, less healthy. Has also been used in 
studies as indicator of poor access to primary care 
Use of service Yes or no response to use of service in previous year – range 
of personal, health and social services 
Yes or no response to access to screening/ preventative health 
services 
Use of services – indicator of health and also indicator of access 
Cognitive ability Literacy/numeracy through extent of difficulty with reading, 
writing, numbers, money 
As an indicator of transition readiness i.e. higher cognitive and 
literacy/numeracy skills more likely to be ready to move to more 
community/independent setting 
 
 TSI (Test of severe impairment) TSI consists of 14-items which combine to give a single score indicator of 
cognitive functioning ability. It measures language, memory, executive 
function and motor performance (Albert and Cohen 1994). A high score 






Measure Elements Rationale and source  
Choice    
Involved in decision to move Q CS_71 yes or no response to whether individual was involved 
in decision to move. This was only asked of people who moved 
between waves 
Indicator of involvement in moving process and choice 
Daily choice inventory scale  % choice that is self-choice, supported or someone else makes 
decision 
choice score achieved across the 14-item daily choice 
inventory scale (Heller et al 2000). 
 
The daily choice inventory scale (133)  is based on the Life Choices 
Survey(141), may be used with participants and/or proxies and has been 
adapted for this present study in consultation and discussion with the IDS-
TILDA Scientific Advisory Committee and focus group engagement.  A self-
advocate group of older people with an intellectual disability confirmed 
the value of the instrument, and suggested changes in four items and the 
addition of supported choice to the “ I chose” and “someone else choses” 
response options. 
Participation indicators  Involved in general activities  
Member of a club or society 
 
Indicator of participation and community involvement 
Social connection indicators Have friends they live with and/or friends that live elsewhere 
feelings of loneliness; isolation; difficulty making friends 
Indicator of social connectedness and well-being  
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Statistical packages: SPSS version 20 was used to analyse IDS-TILDA and TILDA matched 
data set, with SPSS AMOS used for confirmatory factor analysis.  
6.7.3 STATISTICAL TESTS  
Sample composition and participant profile across socio-demographic, health and 
health service utilisation indicators were run using descriptive statistics. 
Inferential statistics when comparing two groups included chi-square tests for 
significance and t-test for comparison of means for two groups. For comparisons with 
more than two groups of subjects confidence intervals for comparison of proportions 
was used with comparisons of means using ANOVA between subjects. Cut off for 
significance throughout was set at p<=0.05. 
Binary logistic regression was used to examine what were strong predictors of health 
service use and health screening, across different living arrangements within the IDS-
TILDA data, as well as in comparing the general older population and ID older population 
using the matched dataset. The specific health service of interest was the dependent 
variable. Health services included in regression are illustrated in the table 6.2. 
Table 6.2 health services and checks included in regression 
IDS-TILDA data set  Matched data set 
Occupational therapy GP visit 
Chiropody Flu injection 
Psychiatry  Cholesterol check 
Cholesterol check Mammography 
Mammography check Prostate blood test 
Prostate blood test  
 
The predictor variables used for comparison within IDS-TILDA data were informed by 
the literature and systematic review of frameworks and included demographics (gender, 
age, level of intellectual disability), indicators of health (having health condition, taking 
five or more medications, good emotional health), indicators of access to support 
(having personal plan, access to advocacy, keyworker, help with ADLs, help with IADLs), 
living arrangement (as access and use differs by type of living arrangement), extent of 
self-choice based on total self-choice score with 0-6 considered low self-choice and 7-
14 high self-choice, as literature highlights links between better health outcomes and 
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individual choice, having communication difficulty (as literature suggests this is a major 
barrier for people with ID in getting required care).  
 
The same range of variables were not available in the matched TILDA/IDS-TILDA dataset 
and the predictor variables used when examining health service use for TILDA compared 
with IDS-TILDA were age, gender, group membership (whether IDS-TILDA or TILDA 
participant), self-rated health, self-rated emotional health, medical cover (State 
funded), medical insurance (private).  
 
Prior to logistic regression, bivariate analysis of dependent variable (health service or 
screening use) by the list of independent/predictor variables above, were run to identify 
any significant associations. Chi-square statistic with p value <=0.05 was used to infer 
significance. Variables that were found to be significant at this stage were included in 
the regression model as predictor variables, firstly crude odds and then odds adjusted 
for age, gender and level of ID were calculated. All variables found to have a significant 
crude odds ratio were included in the final model and these are presented in the findings 
section.  
 
Exploratory factor analysis (EFA) and Confirmatory factor analysis (CFA) were used to 
consider the psychometric properties of the daily choice inventory scale and the 
potential to usefully identify subscales. The purpose of this analysis was to ascertain if 
the daily choice inventory supported current conceptualisations of choice as discussed 
in the ID literature. The EFA was performed in SPSS V 20.0 with SPSS AMOS used for the 
CFA.   
 
Within the EFA procedure missing values were handled through SPSS Pairwise deletion 
so that the correlation coefficient for each pair of variables was based on cases with 
valid data only. For the CFA, the selected procedure for handling missing values was the 
Full Maximum Likelihood technique in SPSS AMOS. Thus, inventory items that had 
missing data were assigned an appropriate response category based on how the 
individual has performed on other aspects of the scale. As Schafer and Graham (2002: 
163) explain that in a widely accepted method, “Intuitively, we ‘fill in the missing data’ 
with a best guess at what might be under the current estimate of the unknown 
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parameters, then re-estimate the parameters from the observed and filled-in data”(349) 
. In comparison with other methods for handling missing data, the evidence suggests 
that Maximum Likelihood performs well and is an accurate approach across various data 
scenarios . 
 
Goodness of fit of EFA models were guided by the Kaiser-Meyer statistic (value >0.6) and 
significant value for the Bartlett’s test with reliability measured via the Cronbach Alpha 
(with values close to 1 being most valued). Variance was assessed using Kaiser’s criterion 
in conjunction with the scree plot. When using Kaiser’s criterion to examine variance in 
the data, components were of most interest when they had eigenvalues greater than 
one (350).  The overall fit statistics for the EFA model are shown below. As this statistic 
can over-estimate the number of components to retain in the model (350), the scree 
plot was also considered. The plot was examined for sharp change in plot line as an 
indicator of how many factors should be retained in the model. If more than one factor 
emerged the pattern matrix was reviewed to ascertain which items load on which factor.  
 




Bartelett’s test of 
Spehericity  
 




0.909 Approx Chi square 
2533.949; df 91; Sig. 0.000 
0.901 0.900 14  
 
Goodness of fit for the CFA was assessed through a number of fit statistics, the main 3 
statistics considered were the chi-square statistic (as low a number as possible), the root 
mean square error of approximation (RMSEA) (values close to 1) and the comparative 
fit index (CFI) (values close to 1).  
 
Current use of the choice inventory scale is as a single factor model. The first step of the 
EFA was performed using the IDS-TILDA wave 1 data to ascertain if there were any 
variations on this factor profile. EFA was approached in a number of sub-steps: 
(a) EFA of choice inventory as presented as a 3-item response category scale. 
Missing values dealt with in SPSS through pairwise deletion. This is the standard 
approach to missing values in SPSS for EFA.  
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(b) EFA of choice inventory as a 4-item response category scale. Missing values 
were recoded as ‘no choice’ thus forming the fourth item on the response 
scale.  
Secondly, the findings of the EFA were examined further using CFA for both the 3-item 
response category scale and the 4-item response category scale. For a good model fit 
the standardized residual covariances were then examined to identify if any 
discrepancies remained in the model (values of 0.4 and above were used as an indicator 
of discrepancy between items). The EFA was run again on wave 2 data to check 
consistency and stability in the factor structure across data waves and for a large sample.  
6.8 LIMITATIONS 
As the sampling frame for the IDS-TILDA is an administrative database and people 
registered are linked with health and social services, as well as consent being required 
to register on the system, not all people with an intellectual disability living in Ireland 
are identifiable to the system. As such interpretation of findings should be done within 
the context of this potential under-detection. The potential under-detection on NIDD 
has been largely linked to people with mild/borderline disability being missed(42). Work 
is on-going by the Health Research Board (HRB) to improve representativeness of people 
with mild/borderline ID (personal correspondence with HRB) with particular initiative to 
identify and register children with borderline/mild ID in the mainstream education 
system. 
 
A second limitation is that two waves of data were available for analysis during the 
timeline of the current project. Changes pre and post move in residence can be 
identified and discussed with associations with outcome variables interpreted. 









INTRODUCTION TO SECTION D 
Section D builds on the policy analysis and systematic review presented in chapters 2 
and 5, which provide the context for the quantitative data analysis based on IDS-TILDA 
wave 1 and wave 2 data. Section D consists of four chapters which address the remaining 
six study objectives. 
 
Chapter 7 under the theme of temporality and location examines what is known about 
the health profile and living circumstances for older people with an intellectual 
disability, across different living arrangements and compared with the general older 
population to answer objective 3. Findings from the systematic review in particular 
frame the analysis for this section. 
 
Following from the findings of objective 3 in terms of differences in living arrangements 
and building on the policy analysis which highlighted community based moves for 
people with disabilities, Chapter 8 examines the process of moving as experienced by 
people with ID participating in IDS-TILDA at wave 1 and wave 2. The role of the individual 
in this process is examined also. This analysis answers objective four and objective five 
of the study specifically under the life course themes of relationships, 
interdependencies, and human agency. 
The focus on the process of moving, involvement in the decision to move and role of the 
individual is one aspect of choice experience explored for IDS-TILDA participants. Given 
the emphasis on the individual as decision maker in policy and importance of choice and 
the individual within the HSU frameworks, Chapter 9 moves the quantitative exploration 
of human agency and choice for people with ID along, with the study of a specific choice 
measure, the daily choice inventory, and the reported experience of choice by both the 
overall sample of participants and the sub-sample of movers between waves.  
 
Finally, chapter 10 continues with the themes of human agency, temporality and 
location by examining the health and well-being of movers, post-move and in 
comparison with non-movers. This chapter sheds light on associations of the move with 
post-move experiences but not causation.  
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CHAPTER 7 TEMPORALITY AND LOCATION – THE HEALTH 
EXPERIENCES AND LIVING CIRCUMSTANCES FOR OLDER 
PEOPLE WITH AN INTELLECTUAL DISABILITY 
 
Objective three 
“To explore the health profile of older people with an intellectual disability across 
range of living settings and compared with the general older population”. 
 
SUMMARY FINDINGS: Almost half of the wave 1 sample lived in residential setting; 
35.6% in community group home and 17.1% independently or with family. At wave 2, 
there was a drop in the percentage of people living in residential settings with 40.3% 
reporting such full-time residence, 43.6% now in community group homes and 16.0% in 
independent/family settings. Significant differences in level of ID, current employment 
status and educational attainment, extent of difficulty with ADLs/IADLS, access to 
person centred planning and use of health services. Compared with Ireland’s general 
older population, the IDS-TILDA sample had much higher prevalence of ADL and IADL 
difficulties, long term health conditions and health service utilisation. Geographic 
distribution for the general older population was more evenly spread but almost a third 
of the IDS-TILDA population were living in Dublin.  
 
7.1 INTRODUCTION 
To understand the potential link between change in living arrangement and the health 
and health service utilisation experience of older people with ID, an examination of the 
association between current residence type and health indicators was undertaken. 
Specifically by better understanding where people with ID currently live and the 
association with health, the analysis may help to inform why people would want to 
move; providing context for rationale for moving. In addition, to provide a context for 
the unique experience of health and living arrangements for people with ID a 





Four datasets were used:  
1. Total sample wave 1 (2010) IDS-TILDA (n=753),  
2. Total sample wave 2 (2013) IDS-TILDA (n=701) 
3. Matched data set of IDS-TILDA and main TILDA participants including people aged 50 
years and over only and based on wave 1 data (n=478 for each group); 
 4. Matched data set of IDS-TILDA and TILDA participants including people aged 50 years 
and over, living in community setting (with family, independent or community group 
home) and based on wave 1 data (n=237 for each group). 
 
7.2 PROFILE OF PEOPLE WITH ID AGED 40+ (FROM WAVE 1 TO WAVE 2 
OF IDS-TILDA) 
There are three main types of living arrangement recorded in IDS-TILDA – (i) 
independent or with family, (ii) community group home and (iii) residential setting. 
These living arrangements were examined for wave 1 in 2010 (Appendix D1) and for 
wave 2 in 2013 (Appendix D2) across demographic, health, well-being, support provided 
and health service used. Confidence intervals and chi-square are provided to indicate if 
significant differences exist between living arrangements on these variables.  
 
In 2010, the majority of the IDS-TILDA sample lived in residential settings (47.2%) or 
community group homes (35.6%). By 2013, a slightly higher proportion of participants 
were living in community compared with residential setting. This change in number and 
percentage of people living in each residence type is illustrated in Figure 7.1. In addition, 
the mean number of people that a person was living with for each setting is provided.  
This shows that although number of people living in community group homes increased, 
the mean number of people sharing residences also increased slightly from x =̅5.0 to 
x ̅=5.7. It is worth noting that more than half of the people lost to attrition had been 





Figure 7.1 mean number of people live with by type of living 
arrangement at wave 1 and wave 2 
 
In reviewing the profile of wave 1, participant’s residential setting by level of ID differed 
with six people living independently/with family recorded as having severe/profound ID 
(5.4%). There were 12.1% of people in residential setting with mild ID with 46.2% 
recording severe/profound ID. By wave 2, the percentage in residential setting with mild 
ID remained the same with a slight decrease (44.4%) in the percentage reporting 
severe/profound ID. The percentage of people in community group homes with 
severe/profound ID increased from 17.6% to 23.6% by Wave 2.  
 
There was lower prevalence of educational attainment by people in residential settings 
at both waves. With regards to employment, people living independently or with family, 
showed higher prevalence of being employed, followed by those in community group 
homes compared with people in residential setting with lowest prevalence. This 
difference is significant. A much higher percentage living in residential setting (48%) 
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A lower proportion of people living in the independent/family group had a personal plan 
but a higher proportion reported having an independent advocate (36.4%) compared 
with people in community group homes and residential settings. By wave 2, the 
percentage in independent/family settings reporting access to an independent advocate 
had more than halved, from 36.4% to 16.0%. Access to an advocacy service was also 
examined. This is distinct to an independent advocate and relates to specific advocacy 
services which could be provided in the community, through service provider or some 
other organisation. Having access to an advocacy service ranged from 51.2% for people 
living independently/family to 60.1% for people in community group homes and 55.0% 
of people in residential settings. By wave two, there was higher reported access to an 
advocacy service for people in community group homes (76.8% up from 60.1%) and 
residential settings (76.4% up from 55.3%).  
 
By wave 2, there was a drop in the percentage of people reporting their health as good 
or very good across each setting (Figure 7.2). The overall percentage reporting 
emotional health as poor increased from 22.1% at wave 1 to 26.1% at wave 2. This 
increase in reported poor emotional health was across each living setting with greatest 
increase for those living independently/with family (18.0% up from 14.4% at wave 1) 







Figure 7.2 self-rated health at wave 1 and wave 2 by type of living 
arrangement 
 
7.3 PREDICTORS OF HEALTH SERVICE UTILISATION AND HEALTH 
SCREENING 
Service utilisation differed across settings also (see Appendix D1 and D2). Overall, 
utilisation was found to be higher among people in residential settings. One notable 
difference was the use of psychiatry services across the three residential settings at 
wave 1 (independent/family 10.1%, community group home 35.2%, residential 52.4%) 
and this difference was significant (p<0.001).  Similarly, at wave 2 the difference in use 
of psychiatry was significant (p<0.001) across settings – independent/family (10.7%), 
community group home (39.5%) and residential (49.6%). There was slight decrease in 
percentage using psychiatric services in residential settings between waves (49.6% from 
52.4%). Crude and adjusted odds ratios (adjusted for age, gender and level of ID) as 
shown in Table 7.1 indicate that taking five or more medications, having a personal plan, 
having access to an advocacy service and living in a residential setting were strongest 
predictors of using psychiatry services. In the final model, illustrated in Table 7.2,  being 
in the younger age group (OR 0.48, CI 0.3-0.7; p.002), taking five or more medications 





















in residential setting (OR 1.6, CI 1.1-2.5; p=0.12), and not having communication 
difficulties (OR 0.565, CI 0.36-0.88; p=0.13) were all predictors of using psychiatry 
services. People using psychiatry services were less likely to report emotional health as 
good or to report a high self-choice score.  
Table 7.1 crude and adjusted odds ratios for use of psychiatry services 
  Crude odds (95% C.I) Adjusted odds (95% C.I)* 








Have health condition 1.75 1.25 2.5 No longer significant 
Take five or more medications 3.85 2.5 5 4 3.33 5 
Have personal plan 2.7 1.67 5 2.38 1.43 5 
Have access to advocacy service 1.75 1.25 2.5 1.69 1.25 2.5 
Have good emotional health 0.43 0.31 0.67 0.43 0.31 0.67 
Current live in residential centre 2.13 1.67 3.33 2.13 1.67 3.33 
Have communication difficulties 1.3 1.11 1.67 No longer significant 
Get help with ADL 2.08 1.25 3.33 2 1.25 3.33 
Total self-choice score 7 or over (total 
score is 14) 0.29 0.18 0.5 0.33 0.18 0.63 
*Adjusting for age, gender and level of ID 
Table 7.2 final regression model for use of psychiatry service 
 Odds Exp(B) Lower CI Upper CI 
Have mild ID 1.35 0.78 2.40 
Oldest age group 0.48 0.30 0.77 
Male 1.14 0.78 1.68 
Have health 
condition 1.23 0.78 1.92 
Take five or more 
medications 2.99 1.89 4.74 
Have personal plan 2.05 1.07 3.94 
Have access to 
advocacy 1.46 0.93 2.28 
Have good emotional 
health 0.51 0.33 0.78 
Current live in 
residential centre 1.67 1.11 2.50 
Have communication 
difficulties 0.56 0.36 0.88 
Get help with ADL 1.17 0.63 2.20 
Total self-choice 
score 7 or over (total 




There was high reported use of OT (wave 1, 22.0%, wave 2, 23.3%) and chiropody (wave 
1, 62.3%, wave 2, 64.0%) services, and this was highest among residents in large 
residential institution. There was a decrease in use of OT in independent settings (13.2% 
to 8.9%) and an increase in use of chiropody for people in independent/family settings 
(32.6 to 33.9%) and community group home (56.2 to 62.2%) settings. Binary regression 
exploring predictors of use of OT and chiropody services was run on wave 2 data to 
ascertain if where one lived determined use of these services or if other factors explain 
differences in use.  
 
Crude Odds ratios (Table 7.3) indicated that having mild ID and being male resulted in 
reduced odds of using OT services whereas presence of a health condition, being older, 
using five or more medications, living in a residential setting, having communication 
difficulties and requiring help with ADLs were more likely to use OT services and these 
were all significant. When adjusted for age, gender and level of ID (Table7.3), presence 
of health condition, using five or more medications, living in residential setting, having 
communication difficulties, remained significant predictors of using OT. The final model 
is presented in Table 7.4. Males were less likely to use OT (OR 0.45, CI 0.30-0.69; 
p<0.001), as were people who reported high self-choice score (OR, 0.46, C.I 0.24-0.88). 
People with communication difficulty and people living in residential settings were 
almost twice as likely to use OT services.   
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Table 7.3 crude and adjusted odds ratios for use of OT 
 
 Crude odds (95% C.I) Adjusted odds (95% C.I)* 








Mild ID 0.4 0.24 0.67 0.4 0.24 0.71 
Have health condition 2.04 1.43 3.33 1.85 1.25 3.33 
Take five or more meds 2.38 1.67 5 2.04 1.43 3.33 
Oldest Age 1.92 1.43 3.33    
Current live in residential setting 3.03 2.5 5 2.33 1.67 3.33 
Have communication difficulties 1.92 1.67 2.5 1.85 1.43 2.5 
Get help with ADL 2.78 1.67 5    
Total self-choice score 7 or over (total 
score is 14) 0.29 0.18 0.48 0.33 0.18 0.63 
*Adjusting for age, gender and level of ID 
 
Table 7.4 final regression model for use of OT 
 Odds Exp(B) Lower CI Upper CI 
Have mild ID 0.94 0.51 1.76 
Oldest age group 1.46 0.93 2.31 
Male 0.45 0.30 0.69 
Have health 
condition 1.52 0.93 2.49 
Take five or more 
medications 1.33 0.81 2.17 
Current live in 
residential centre 1.85 1.22 2.81 
Have communication 
difficulties 1.88 1.15 3.09 
Get help with ADL 0.86 0.42 1.76 
Total self-choice 
score 7 or over (total 




Both crude and adjusted odds ratios (Table 7.5) indicate that people having mild ID were 
less likely to use chiropody but that the presence of a health condition, using five or 
more meds, having a personal plan, access to advocacy service, keyworker, being older, 
living in residential setting, having communication difficulty, and getting help with ADLs 
and IADLs were significantly more likely to use chiropody. The final model for use of 
chiropody is presented in Table 7.6. People living in a residential setting were twice as 
likely to use chiropody (CI 1.34-3.11; p=0.001) with being older (1.96, CI 1.18-3.24; 
p=0.009) and having access to an advocacy service (OR 1.53, CI 1.1-2.3; p=0.045) also 
significant predictors of use of chiropody.  
 
Table 7.5 crude and adjusted odds ratios for use of chiropody services 
 Crude odds (95% C.I) Adjusted odds (95% C.I)* 








Mild ID 0.59 0.4 0.91 0.63 0.42 0.91 
Have health condition 2 1.43 3.33 1.67 1.25 2.5 
Take five or more meds 2.5 2 5 2.5 1.67 3.33 
Have personal plan 2.5 1.43 3.33 2 1.25 3.33 
Have access to advocacy service 2 1.43 3.33 1.67 1.25 2.5 
Have keyworker 2 1.11 3.33 2 1.25 5 
Oldest Age 2.5 1.43 3.33 2.5 1.43 3.33 
Current live in residential setting 3.33 2.5 5 2.5 2 3.33 
Have communication difficulties 1.67 1.25 2 1.43 1.11 1.67 
Get help with ADL 3.33 2 5 2.5 1.67 5 
Get help with IADL 5 2.5 10 5 1.67 10 
Total self-choice score 7 or over (total 
score is 14) 0.45 0.32 0.67 0.59 0.38 0.91 






Table 7.6 final regression model for use of chiropody service 
 Odds Exp(B) Lower CI Upper CI 
Have mild ID 1.07 0.63 1.82 
Oldest age group 1.96 1.18 3.2 
Male 0.98 0.67 1.4 
Have health 
condition 1.33 0.87 2.05 
Take five or more 
medications 1.22 0.79 1.87 
Have personal plan 1.33 0.73 2.45 
Have access to 
advocacy 1.54 1.01 2.33 
Have keyworker 1.60 0.77 3.31 
Current live in 
residential centre 2.04 1.34 3.11 
Have communication 
difficulties 1.16 0.75 1.81 
Get help with ADL 1.31 0.74 2.31 
Get help with IADL 2.16 0.67 6.92 
Total self-choice 
score 7 or over (total 
score is 14) 0.82 0.49 1.34 
 
 
There was higher prevalence use of public health nurse, home help, and respite among 
the cohort living independently/with family. These services are typically required by 
people in community based settings as opposed to residential or community group 
homes where nursing and other support services are available on 24/7 basis. 
 
Frequency of health visits to GP, A&E, general hospital and outpatients was recorded for 
the sample at both time points. The mean number of visits for each living setting at wave 
1 and wave 2 are illustrated in Figure 7.3. Admission to general hospital has dropped for 
people in residential settings from average of 6.4 visits to 1.3; and for people in 
community group homes from an average of 5 admissions to 1.4 times. The opposite 
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trend was found for people living independently/with family as admissions increased 
from an average of 5.4 to average of 8.6 by Wave 2.  Lower mean visits to outpatients 
and higher mean number of visits to GP were experienced by people living 
independently/with family and in community group homes. There was a slight decrease 
in the mean number of visits to GP for people in residential settings (9.0 to 8.7).  
 
 
Figure 7.3 Frequency health visits by type of living arrangement at 
wave 1 and wave 2 
 
Health screening was found to be less prevalent among people with ID living at home or 
independently. Higher percentage of health screening checks reported by people in 
residential settings for all types of screening, except mammography and cholesterol 
checks which were higher for people in community group homes. 
 
  































mean number health visits 








Figure 7.4 % access to health screening at wave 1 
 
At wave 2, a similar pattern was found with health screening occurring at lower 
prevalence for people living independently/with family and highest among people in 
residential settings. At wave 2, mammography was the only health screening that was 





























Figure 7.5 % access to health screening at wave 2 
 
Differences in use of health and screening services cannot automatically be assumed to 
be attributable to the type of setting only. Exploring access to mammography by type of 
setting and level of ID highlights the much higher prevalence of access among people 
with mild ID regardless of where they are living. This is illustrated in Figure 7.6. Crude 
odds ratios indicate mild ID (OR 2.1, C.I 1.3-3.6; p=0.004) and not having communication 
difficulties (OR 0.5, C.I 0.4-0.8; p=0.004) are the only predictors of mammography use in 
our model. However, when considered together, and adjusting for age neither retains 






























Figure 7.6 % within residence type accessing mammography by level of 
ID 
Binary logistic regression was also run to explore predictors of having had blood test for 
prostate cancer. Crude and adjusted odds ratios (Table 7.7) indicate that being older, 
having a health condition, using five or more medications, having personal plan and 
having access to advocacy service are significant predictors of getting blood test for 
prostate cancer. The final model shows that being older (OR 3.0, CI 1.2-7.4; p=0.016) 
and having access to an advocacy service (OR, 3.1, CI 1.4-6.3; p=0.002) predict access to 
a blood test for prostate cancers.  
Table 7.7 crude and adjusted odds ratios for blood test for prostate 
cancer 
 Crude odds (95% C.I) Adjusted odds (95% C.I)* 
Being older 3.0 (1.4-6.5) 2.5 (1.1-5.2) 
Have health condition 2.2 (1.3-3.7) 1.8 (1.0-3.3) 
Take five or more medications 2.4 (1.4-4.0) 2.1 (1.1-3.7) 
Have personal plan 2.3 (1.1-5.1) 2.5 (1.1-5.8) 
Have access to advocacy service 3.0 (1.6-5.5) 3.3 (1.7-6.5) 















% within residence type accessing mammography by 
level of ID
Mild ID and had
mammography
Moderate ID and had
mammography




One health screening check that is non-gender specific is that of cholesterol. Wave 1 
showed a higher percentage of people in community group homes accessing this health 
check but by wave 2 there was a higher percentage of people in residential settings 
reporting this check. Regression shows that being male (OR 2.3, CI 1-5.4; p=0.05), having 
a health condition (OR 2.7, CI 1.2-6.1; p=0.017), taking five or more medications (OR 3.0, 
CI 1.2-7.3; p=0.015) and having a personal plan (OR 2.5, CI 1.1-6.0; p=0.036) were more 
likely to have had their cholesterol checked. Place of residence was not significantly 
associated with a check for cholesterol.  
 
Bivariate analysis did not indicate any significant association between choice and 
prostate blood test, cholesterol check or mammography and so was not included in the 
logistic model. Crude and adjusted odds ratios for health screening/ checks availed of 
that did show significant association with choice in the bivariate analysis are presented 
in Table 7.8.  
Table 7.8 Crude and adjusted odds for choice variable as predictor of 
health screening 
Health check Crude Odds (95% C.I) Adjusted Odds* (95% C.I) 
Flu vaccine 0.26 (0.1-0.4) 0.32 (0.1-0.7) 
Thyroid test 0.45 (0.6-0.7) 0.48 (0.2-0.9) 
Blood Glucose 0.61 (0.3-0.9) No longer significant 
Hep B 0.34 (0.2-0.5) 0.42 (0.2-0.7) 
GP breast check 0.41 (0.2-0.6) No longer significant 
Prostate exam No longer significant n/a 
*Adjusting for age, gender and level of ID except for prostate and breast check which 
exclude gender 
 
Reported unmet need was low overall with the highest prevalence of unmet need for 
people living independently or with family. In summary, predictors of health services use 
and screening differed by type of service or screening check. Place of residence, health 
(including multiple medication use and having a health condition) and age were 
common predictors for health service use, with people with mild ID less likely to report 
use of the services examined. Difficulty with communication was a predictor of OT and 
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chiropody services and crude odds indicate that not having communication difficulty 
was a predictor of access to mammography. Support variables included in the models, 
such as advocacy, personal plan, keyworker were found to be strong predictors of 
screening and health service use.  
7.4 COMPARISON OF IDS-TILDA SAMPLE DEMOGRAPHICS, HEALTH AND 
WELL-BEING AND HEALTH SERVICE UTILISATION WITH IRISH 
GENERAL OLDER POPULATION. 
 
The first matched dataset of IDS-TILDA and TILDA wave 1 data of 956 compared both 
samples on demographics, health and well-being and health service utilisation variables 
common to both surveys. A second matched dataset was created excluding IDS-TILDA 
participants in residential settings and resulted in a sample size of 237. The aim of 
focusing on community based residents (independent, with family, community group 
homes) was to assess if the non-residential IDS-TILDA sample was more comparable 
with community dwelling older people without ID, in terms of health and health service 
utilisation, or if large differences persist.   
 
Although matched on geographic location, regional distribution of the sample was more 
evenly spread among the TILDA group than the overall IDS-TILDA group although there 
was high representation in IDS-TILDA in mid-west (21.8%) and border (17.6%) regions. 
There was a much higher prevalence of people in IDS-TILDA living in Dublin (30.1%) 
compared with 5.9% of the TILDA group. Excluding residential settings resulted in a 
geographical spread across the country for the IDS-TILDA community dwelling sample 
more similar to that of the main TILDA group. This suggests a high concentration of ID 
residential settings in the Dublin region. 
 
The samples were found to differ greatly in terms of the functioning and chronic illness. 
There was a much higher prevalence of ADLs, IADLS, long-term health conditions among 
total IDS-TILDA group (see Appendix D3). Self-reported health was similar across both 
groups with 80.3% of the TILDA sample and 84.5% of the total IDS-TILDA sample 
reporting health as good, while good self-reported emotional health reported by 91.1% 
of the TILDA group and 73.9% IDS-TILDA, a significant difference. When residential 
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participants were excluded, a higher percentage of IDS-TILDA (91.1%) reported good or 
excellent health compared with 79.7% of TILDA group and this difference was 
significant. Self-reported emotional health was more similar when residential 
participants excluded (87.8% TILDA and 85.0% IDS-TILDA reporting good emotional 
health).  
 
 Higher prevalence of health conditions, and ADL and IADL difficulties among IDS-TILDA 
group compared with TILDA persisted when the focus was on community based 
participants but the percentage differences between the groups were lower.  Half of the 
IDS-TILDA sample reported having two or more ADL difficulties but this fell to 25.8% for 
the community based sample only. However, this was still higher than for TILDA 
participants (2.1-3.1%). TILDA participants also reported a lower rate of medical cover 
(i.e. State provided health cover) than the IDS-TILDA group, but access to private medical 
insurance was higher among TILDA participants. This difference in health cover was 
statistically significant. All people with an intellectual disability are entitled to State 
provided health care but this is not the case for the general older population.   
 
The IDS-TILDA group had much higher health service utilisation when compared with 
the TILDA group. Of the IDS-TILDA group, 93.0% had visited the GP two or more times in 
the past year compared with 67.4% for TILDA. When IDS-TILDA participants living in a 
residential setting were removed, the percentage frequenting the GP two or more times 
decreased to 80.5% but was still higher than for the general older population.   
In addition, screening services were also accessed by a higher proportion of people in 
the IDS-TILDA sample, with and without people in residential settings included in the 
comparison. One exception in prevalence was for prostate cancer screening (blood test 
or prostate exam) with higher prevalence of access for these screening tests/exams 
among the general TILDA population. 
 
Binary logistic regression was run to explore if group membership (TILDA v IDS-TILDA) 
or access to medical cover and medical insurance were predictors of use of these 
screening services.  Bivariate analysis of screening use by self-rated health, self-rated 
emotional health, age, group membership, gender, medical cover and medical insurance 
were run to identify any significant associations. Variables that were found to be 
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significant at this stage were included in the regression model as predictor variables 
(crude odds and odds adjusted for age and gender). All variables found to have a 
significant crude odds ratio were included in the final model.  
 
IDS-TILDA participants and people with State medical cover were less likely to access 
prostate exam, GP breast check and prostate blood exam but having medical insurance 
increased odds of accessing these checks (both crude and adjusted odds). Having 
medical insurance resulted in being 2.4 times (CI 1.2-4.2; p=0.003) more likely to have 
had a blood test for prostate cancer (adjusting for age and group membership). Group 
membership was not a predictor in itself for prostate blood test. 
 
Adjusting for age, medical cover (more likely) and medical insurance (less likely) were 
also predictors of mammography use, although grouping variable (TILDA v IDS-TILDA) 
was not significant for this health check. IDS-TILDA participants were 19.1 times (p=0.00) 
more likely to have had flu injection and 1.6 times (p=0.031) more likely to have had a 
cholesterol check than the TILDA sample. 
7.5 CONCLUSION 
The findings presented above provide support for the literature that differences exist in 
the health and health profile of people with ID who live in different settings. It also builds 
on previous work in HSU which identified different predictors of use for different service 
types. Possible predictors assessed in the present analysis, based on literature and 
systematic review, illustrates that where one lives is a predictor for some but not all 
health services and that access to support influences access to health checks.  
 
Previous research comparing people with and without ID reports conflicting evidence 
on frequency of use with the present study showing that people ageing with ID in this 
sample have greater HSU than general older population. One exception was the lower 
reported access to prostate screening for men with ID. The comparison between both 
samples raises the issue of health financing and differences experienced if an individual’s 
health care is funded by the State or through private health insurance.  Following from 
the findings presented above and building on the policy analysis (chapter 2) which 
highlighted the move to living in the community for people with disabilities Chapter 8 
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which follows examines the process of moving as experienced by people with ID who 





CHAPTER 8 RELATIONSHIPS, INTERDEPENDENCIES AND 
HUMAN AGENCY - THE MOVING PROCESS AND ROLE OF 
INDIVIDUAL WITH ID 
 
This chapter address two objectives of the study.  
Objective 4: To examine the process of moving for older people with an intellectual 
disability and explore the role of the individual in the decision process 
SUMMARY FINDINGS FOR OBJECTIVE 4: there were 120 confirmed movers with 
three main types of move identified – lateral, more community based, more restrictive. 
Service providers were involved in majority of decisions to move but reasons for move 
differed for each type of mover group. Most prevalent reason for lateral moves was to 
accommodate the service, while community based moves responded to service policy 
and transition issues and restrictive moves were due to change in personal health status. 
It was more likely that more restrictive movers viewed different alternatives. 
 
Objective 5: To explore if people who were involved in the decision to move are 
healthier and happier post move compared with those who were not involved in the 
decision to move 
SUMMARY FINDINGS FOR OBJECTIVE 5: 36 movers reported being involved in 
the decision to move compared with 84 movers who were not involved in this decision. 
No significant differences in age and gender were found but ‘involved’ group were more 
likely to have mild ID, better self-rated health and to be less likely to have difficulty with 
reading, writing and understanding money. People with ID involved in the decision were 
also more likely to report wanting to move.  
 
8.1 INTRODUCTION 
Using a national population survey, the aim of objective 4 and 5 was to identify if people 
with ID are changing where they live; who are these movers; type of moves made 
between two time points, the reasons for moving and was the person involved in the 
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decision process. Specifically objective 4 seeks to answer the ‘drivers for change’ 
element of the main research question and objective 5 unpacks the decision process of 
moving including the role of the individual and the relationship between the decision 
process and overall well-being following the move.  
8.1.1 DATASETS 
Two datasets are used for this purpose:  
1. Total sample wave 1 (2010) IDS-TILDA (n=753),  
2. Total sample wave 2 (2013) IDS-TILDA (n=701) 
Total sample data was accessed and was used for the factor analysis, but other analyses 
focused on the subgroup of participants who had a confirmed moved by wave two 
(n=120).  
8.2 THE MOVING PROCESS 
Between wave 1 and wave 2, 120 people (17.1% sample) changed where they were 
living and are referred to here as confirmed movers.  The profile of these confirmed 
movers is detailed in Table 8.1, followed by data on the process of moving. Then profiles 
and processes of moving by three types of move made (lateral, more community based, 
more restrictive) are presented.  
8.2.1 DEMOGRAPHICS OF CONFIRMED MOVERS 
As may be seen in Table 8.1 a slightly higher percentage of movers were female (55%), 
most had a moderate level of ID, and just under half were aged 50-64 years (45%). The 
majority (95.8%) had difficulty with two or more IADLs and had limited access to private 
health insurance (4.4%). Under one-third of movers reported having a tenancy 





Table 8.1 profile of confirmed movers 
 n % 
Gender   
Male 54 45.0 
Female 66 55.0 
Age range   
43-49 30 25.0 
50-64 54 45.0 
65 + 36 30.0 
Level of ID   
Mild 17 14.8 
Moderate 64 55.7 
Severe 28 24.3 
Profound 6 5.2 
Health and functioning   
ADLS (2 or more) 89 74.2 
IADLS (2 or more) 115 95.8 
Self-rated health (good) 96 80.0 
Self-rated emotional health (good) 89 74.2 
State provided medical Cover (medical card or GP 
visit card) 
118 99.1 
Private medical Insurance (in own name) 5 4.4 
Rent and tenancy    
Pay rent 83 72.8 
Rent from service provider 67 62.6 
Rent from private landlord 7 6.3 
Have individual tenancy agreement 31 28.2 
 
 
Among the most prevalent health conditions reported by the movers at wave 2 as seen 
in Figure 8.1 were emotional or psychiatric conditions, followed by chronic constipation, 






Figure 8.1 Top 12 most prevalence health conditions for movers 
 
At wave 2 a higher percentage of movers reported presence of emotional/psychiatric, 
chronic constipation, Alzheimer’s and dementia but not high cholesterol, 
hypothyroidism and arthritis compared with total wave 2 sample. 
 
General mobility for the movers group was good with 60.5% reporting no difficulty with 
walking long distance, 71.4% no difficulty with walking across a room and 78.2% no 
difficulty getting around inside their own home. Climbing a flight of stairs presented 
difficulty for a higher percentage of movers, with only 37.4% of this group reporting no 
difficulty climbing one flight of stairs and the same percentage reporting complete 
difficulty/cannot do.  
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8.2.2 THE MOVING PROCESS 
Of those who moved (n=120), 60.5% of people wanted to move but only 20.2% viewed 
different accommodation options before moving. More than one move was made by 
16.0% of the group and this issue of multiple moves will be revisited at the end of this 
section. The majority (82.4%) of confirmed movers reported being happy with their new 
home.  
Table 8.2 other moving process factors 




Wanted to move 72 60.5 
Happy with new home 98 82.4 




Individuals were asked who was involved in the decision to move. An overwhelming 
82.5% said the service was involved in the decision, with 30% of individuals reporting 
being involved in the decisions to move.  
Table 8.3 extent of stakeholder involvement in decision to move 
Who was involved in 
decision to move? 
n % 
Myself 36 30.0 
Family 33 27.5 
Keyworker 42 35.0 
Staff 55 45.8 
Service 99 82.5 
Other  6 5.0 
 
Multiple people could be selected and as illustrated in Figure 8.2 just under 15% of 





Figure 8.2 Overall percentage of the number of stakeholders involved 
in decision to move 
 
Figure 8.3 illustrates the breakdown where only one stakeholder was involved (37.5% of 
moves) and Figure 8.4 the various combinations of stakeholders reported to be involved 
in the multi-stakeholder moving decisions.  
 
 
Figure 8.3 Percentage breakdown of which stakeholder made decision 


























Figure 8.4 Percentage breakdown of multiple stakeholder involvement 
in decision to move 
 
Movers were asked to report on the reasons for moving and could select multiple 
reasons (see Table 8.4). Reasons for moving included accommodating the service 
(25.8%), as a result of service policy (19.2%) and due to a change in personal health 
(19.2%). Following this, movers were then asked to indicate the most important reason 
for moving with only one reason to be selected and change in personal health status 
(17.5%) was most frequently selected (see Figure 8.5). 
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Table 8.4 reasons for moving 
Reason for move* n % 
Change in health status 23 19.2 
Loss of primary carer 1 0.8 
Service policy 23 19.2 
Accommodate service 31 25.8 
Not happy in previous 
residence 
11 9.2 
Funding/staff shortages 3 2.5 
Lack of accessibility in 
previous residence 
9 7.5 
Lack of nursing support 6 5.0 
Lack of 24 hour care 5 4.2 
Part of transition process 22 18.3 
Personal Choice  13 10.8 
Don't know reason 4 3.3 
Other 32 26.7 





*individual could select one reason only 
Figure 8.5 most important reason for moving 
 
8.2.3 TYPES OF MOVES MADE  
Table 8.5 charts the direction of moves made from wave 1 to wave 2. Over three 
quarters of moves to independent/family setting were from another 
independent/family setting. Similarly, three quarters of moves to residential were from 
residential settings. Almost half of moves to community group homes were from other 
community group homes with half coming from residential services. No-one moved 


























Table 8.5 Current living arrangement 








 n % n % n % 
Family/ 
independent 
7 77.8 4 6.2 1 2.1 
Community group 
home 
2 22.2 30 46.9 11 23.4 
Residential 0 0.0 30 46.9 35 74.5 
Total  9 100.0 64 100.0 47 100.0 
(x2 29.6, p=0.00) 
Moves were therefore classified into three groups: 
 Lateral moves involved a move to a similar setting (72 people) 
 More restricted move involved moving to a less independent setting than 
previous (16 people) 
 More community based involved moving to a less restrictive setting than 
previous (32 people) 
The demographic and health profile of each category of mover at wave 2 was then 
explored.  
8.2.4 DEMOGRAPHIC AND HEALTH PROFILE 
The demographic and health profile of the three categories of movers is illustrated in 
Table 8.6. Community based movers were more likely to be male with a higher 
percentage of females in the lateral movers group. A higher percentage of movers were 
in the 50-64 year age group regardless of type of move with mean age lowest for the 
more restrictive movers (not statistically different).  
 
No significant difference was found between mover types for level of ID and difficulty 
with ADLs and IADLs. Mean vitality score was highest for lateral movers (x ̅=67.8) 
compared with community (x ̅=65.3) and restrictive movers (x ̅=55.0) but this was not 
statistically significant. A lower percentage of more restricted movers reported good 




Table 8.6 Demographic and health profile of movers by type of move made 





More community based 
n=32 % 
X2 p<=0.05 
Gender       * 
Male 26 36.1 8 50.0 20 62.5  
Female 46 63.9 8 50.0 12 37.5  
Age group        
43-49 years 17 23.6 4 25.0 9 28.1  
50-64 years 32 44.4 9 56.2 13 40.6  
65+ years 23 31.9 3 18.8 10 31.2  
Level of ID        
mild 11 16.2 3 18.8 3 9.7  
moderate 39 57.4 11 68.8 14 45.2  
severe/ profound 18 26.5 2 12.5 14 45.2  
Health and functioning        
ADLS (2 or more) 48 66.7 14 87.5 27 84.4  
ADL mean number (SD) 3.4 (2.7) 5.7 (3.2) 4.9 (2.7)  
IADLS (2 or more) 68 94.4 15 93.8 32 100.0  
IADL mean number (SD) 4.3 (1.2) 4.4 (1.1) 4.8 (0.5)  









More community based 
n=32 % 
X2 p<=0.05 
Self-rated emotional health (good) 56 81.2 11 68.8 22 68.8  
Medical Cover (medical card or GP visit card) 70 98.6 16 100. 32 100.0  
Rent and tenancy        
Pay rent 47 69.1 10 71.4 26 81.3  
Rent from service provider 34 55.7 10 71.4 23 71.9  
Rent from private landlord 4 6.6 0 0.0 3 9.4  





Figure 8.6 comparison of mean age and vitality score at wave 2 by type 
of move made 
 
 



















mean age and vitality score
age (mean)
vitality (mean)
0.0% 20.0% 40.0% 60.0% 80.0%











Top 12 most prevalent health conditions for 







As may be seen in Figure 8.7, the most prevalent health conditions for restrictive movers 
were emotional/psychiatric, chronic constipation, epilepsy, dementia and Alzheimer’s; 
for more community based movers they were emotional/psychiatric, chronic 
constipation, epilepsy, high cholesterol and cataracts; and for lateral movers they were 
emotional/psychiatric, chronic constipation, high cholesterol, epilepsy and high blood 
pressure.  
 
Medication use at wave 2 by type of move is presented in Figure 8.8. There were a high 
percentage of movers taking five or more medications regardless of type of move made.  
 
 
Figure 8.8 percentage medication use by type of mover at wave 2 
8.2.5 MOVING PROCESS BY TYPE OF MOVE MADE 
Service policy (28.1%) and transition process (28.1%) were the highest recorded reasons 
for making more community based moves, while accommodating the service (20.8%) 
and change in health status (18.1%) were the most frequently cited reasons for lateral 
moves. For those who moved to a more restrictive setting, 43.8% reported change in 


























Figure 8.9 percentage most important reason for move made by type 
of mover 
 
In examining data for all confirmed movers, the service was involved in a high proportion 
of decisions to move and this dominance is evident across the three subgroups also: 
80.6% of lateral moves, 75% of more restrictive moves, and 90.6% of more restrictive 
moves. 
 
Table 8.7 extent of stakeholder involvement in decision to move 
Who was involved in 









Myself 23 31.9 5 31.2 8 25.0 
Family 17 23.6 6 37.5 10 31.2 
Keyworker 24 33.3 6 37.5 12 37.5 
Staff 31 43.1 7 43.8 17 53.1 
Service 58 80.6 12 75.0 29 90.6 
Other  1 1.4 2 12.5 3 9.4 


















A higher percentage of restrictive movers reported viewing alternative living options 
(37.5%) and that they wanted to move (68.8%). They were also the group more likely to 
make multiple moves between waves. Lateral movers were less likely to have viewed 
alternatives (16.9%). 
 














6 37.5 6 18.8 
Wanted to move 43 60.6 11 68.8 18 56.2 
Happy with new home 70 98.6 16 100.0 32 100.0 
Made other moves since 
last interview 
10 14.1 
5 31.2 4 12.5 
(difference between moving factors and type of move not significant at p<=0.05 level) 
8.2.6 MULTIPLE MOVES 
As illustrated in Table 8.2 and Table 8.8, nine (16%) movers made multiple moves 
between wave 1 and wave 2 interviews. Men were slightly (52.6%) more likely to be in 
this group, and 52.6% were aged 50-64 years and 31.6% aged 65 years and over. The 
majority (68.4%) had moderate level of ID, with just under one third reporting 
severe/profound ID. All were living in staffed residences at wave 2 – 47.4% community 
group home; 52.6% residential. Only two of the multiple movers (10.5%) reported being 
involved in the decision to move, with service policy, accommodating service and 
transition policy and changes in physical health the most frequently reported reasons 
for the previous move. Two people moved as they were not happy, two reported 
personal choice and one person reported loss of primary carer as reason for the move.  
 
The next section addresses objective 4 and explores the total mover group as two 
categories of movers – movers who report being involved in the decision to move and 




8.3 INVOLVEMENT IN DECISION TO MOVE AND HEALTH AND 
HAPPINESS STATUS 
Based on a question on ‘who was involved in the decision to move’, two groups were 
created. The first included people who reported being involved in the decision to move 
(n=36) and the second group people who reported not being involved in the decision to 
move (n=84). The two groups were compared across indicators of health, well-being, 
cognitive ability, literacy and numeracy as well as access to supports and choice across 
other domains of life.  
Table 8.9 profile of movers involved/not involved in decision to move 
 Involved in decision 
(n=36) 




 n % n %  
Gender      
Male 16 44.4 38 45.2  
Female 20 55.6 46 54.8  
Age range      
43-49 10 27.8 20 23.8  
50-64 17 47.2 37 44.0  
65 + 9 25.0 27 32.1  
Level of ID     * 
Mild 11 32.4 6 7.4  
Moderate 18 52.9 46 56.8  
Severe/ profound 5 14.7 29 35.8  
ADLS (2 or more) 19 52.8 70 83.3 * 
ADLs mean  (SD) 2.6 (2.5) 4.7 (2.9)  
IADLS (2 or more) 33 91.7 82 97.6  
IADLs mean  (SD) 4.0 (1.3) 4.6 (0.9)  
Self-rated health 
(good) 
33 91.7 63 75.0 * 
Self-rated emotional 
health (good) 
32 88.9 57 70.4 * 
*difference between involved/not involved significant at p<=0.05 level  
No significant differences were found in gender or age between the two groups but 
people involved in their decision to move were more likely to have mild/moderate ID 
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and a higher percentage reported good general and emotional health. These differences 
were significant. Difficulty with two or more IADLs was reported by over 90% of each 
group, but a higher percentage reported difficulty with two or more ADLs in the not 
involved group (83.3%) than the involved group (52.7%). Mean numbers of ADLs (x ̅=4.7 
v x ̅=2.6) and IADLs (x ̅=4.6 v x ̅=4.0) were also higher for the not involved group. There 
was a significant difference in vitality scores between both groups with mean vitality for 
the involved group x ̅=75.3 (SD=17.9) compared with x =̅63.7 (SD=25.1) for not involved 
group (p=.014).  
 
The percentage reporting happiness with their new home was high for both groups. 
People involved in the move decision were more likely to report viewing alternatives 
and wanting to move and a lower percentage of this group reported making multiple 
moves. Difference in wanting to move and multiple moves were statistically significant.  
 
Table 8.10 moving process 
 Individual involved 
in decision (n=36) 
Individual not 








14 38.9 10 12.0  
Wanted to move 30 83.3 42 50.6 * 
Happy with new 
home 
34 100.0 82 98.8  
Made other moves 
since last interview 
2 5.6 17 20.5 * 
*difference between involved/not involved significant at p<=0.05 level  
 
Cognitive, literacy and numeracy skills as well as supports available were also compared 
for both groups. A higher percentage of the ‘not involved’ group reported difficulty with 
literacy, numeracy, numbers and computers. The difference was significant for reading, 
writing and money skills (Table 8.11). Cognitive (TSI) scores were significantly higher 
(p=0.017) for the involved group (x ̅=18.6, SD) compared with the ‘not involved’ group 
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(x ̅=14.4, SD 6.5). Note that TSI was not completed by entire sample and scores relate to 
reduced sample of 26 people in ‘involved’ group and 34 people in ‘not involved’ group.  
The data implies that people involved in the decision to move were more ‘able’ 




Table 8.11 literacy, numeracy and available supports 
 Individual involved in 
decision (n=36) 
Individual not 




 n % n %  
Literacy and 
numeracy 
     
Difficulty reading 27 77.1 83 98.8 * 
Difficulty writing 28 80.0 80 95.2 * 
Difficulty with 
numbers 
31 86.1 80 95.2  
Difficulty with 
money 
28 80.0 78 92.9 * 
Difficulty with 
computers 
32 91.4 79 95.2  
Supports      
Have person 
centred plan 
29 82.9 76 91.6  
Have keyworker 35 97.2 82 98.8  
Have independent 
advocate 
11 31.4 24 29.3  
Have access to an 
advocacy service 
 
28 87.5 58 74.4  
Have mobile phone 11 31.4 10 11.9 * 
*difference between involved/not involved significant at p<=0.05 level  
 
Access to supports such as a person centred plan and a keyworker was high for both 
groups as well as access to an advocacy service if needed. There was a lower percentage 
in both groups reporting having an independent advocate, although a slightly higher 
percentage was found for people involved in the decision.  This difference was not found 
to be significant. With regard to non-formal supports in terms of friendships, there was 
no significant difference between groups in having friends with whom they share a 




Table 8.12 Friendships 
 Individual involved 
in decision (n=36) 
Individual not 




 n % n %  
Have friends live 
with  
22 61.1 50 64.9  
Have friends outside 
the home 
8 22.2 15 19.5  
*difference between involved/not involved significant at p<=0.05 level  
 
Happiness and well-being between both groups of movers at wave two was compared. 
There were a higher percentage of people in the involved group reporting feeling lonely, 
left out and isolated. The difference was significant for feeling isolated only, although 
approaching significance for feeling lonely. These questions were self-report only and 
could not be completed by proxy.  
 
Table 8.13 Happiness and well-being 
 Individual involved 
in decision (n=36) 
Individual not 




 n % n %  
Yes feel lonely 11 31.4 7 8.5 *approaching sig at 
p=0.053 
Yes feel left out 4 11.8 6 7.2  
Yes feel isolated 1 2.9 3 2.4 * 
*difference between involved/not involved significant at p<=0.05 level  
8.4 CONCLUSION  
The analysis illustrates that not all people with ID who move are moving to the 
community, with some people moving laterally or to more restrictive settings. In 
addition, although policy on moving recommends inclusion of people with disability in 
decisions and the planning of moves, the data showed that a large percentage of people 
with ID were excluded from this decision. The people who reported being involved in 
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the decision to move were more likely to have milder ID, lower ADL needs and greater 
numeracy, literacy and cognitive ability. Multiple stakeholder groups were identified as 
being involved in the decision to move which highlights the necessity to examine 
relationships and interdependencies experienced by people with ID. 
 
Given the emphasis on the individual as decision maker in policy and importance of 
choice and the individual within the HSU frameworks, Chapter 9 moves the quantitative 
exploration of human agency and choice for people with ID along, addressing objectives 
6 with the study of a specific choice measure, the daily choice inventory, and the 
reported experience of choice by total sample participants and the subsample of movers 




CHAPTER 9 HUMAN AGENCY - CHOICE FOR OLDER PEOPLE 
WITH ID 
Objective 6: To explore the experience of choice for older people with an intellectual 
disability 
 Explore the experience of choice at wave 1 and wave 2 for the total IDS-TILDA 
sample 
 To examine the psychometric properties of the daily choice inventory using 
wave 1 data 
 Explore the choice experience of movers compared with time 1 
SUMMARY FINDINGS FOR OBJECTIVE 6: self-choice was higher for people living 
at home/independently than community group home and residential settings, and 
lowest overall for people in residential setting. Lowest reported self-choice areas were 
decisions on i) “what support is received”, ii) “who live with”, iii) “where to live” and iv) 
“where money is kept”. Higher mean self-choice score is recorded for people living 
independently and increased by wave 2. There was an increase in mean score for people 
in residential settings but a slight decrease for people in community group homes by 
wave 2. The wave 2 data also illustrates a shift towards more supported choice for 
people in residential settings compared with wave 1. 
9.1 INTRODUCTION 
Objective 6 aims to respond to the issue of the role of the individual in transition in the 
main research question and the relationship between choice, moving and the impact on 
health. Specifically, objective 6 expands on the role of the individual in the process of 
moving by examining 
 the specific experience of choice across  a range of life domains for the individual  
 if individual involvement in choice improves following move and 
 if differences in choice exist for people who reported being involved in decision 
to move compared with those not involved.  
Analysis includes an overview of choice experience by type of living arrangement for the 
total IDS-TILDA sample to provide a context for differences by living arrangement and to 





Two datasets are used for this purpose:  
1. Total sample wave 1 (2010) IDS-TILDA (n=753),  
2. Total sample wave 2 (2013) IDS-TILDA (n=701) 
Total sample data was used for factor analysis and any analysis of movers focused on 
participants who had a confirmed moved by wave two (n=120).  
9.2 EXPERIENCE OF CHOICE  
Wave 1 (Appendix D5) data shows a higher prevalence of self-choice experienced by 
people living at home or independently. Self-choice was reported to a much lower 
extent in residential settings where, for example 2.7% of people living in residential 
settings got to decide what food is cooked in their home and 92.3% and 96.0% of people 
respectively stated someone else decided “who they lived with” and “where they lived”. 
In contrast, over half (69.4 %) of people in community group homes reported someone 
else deciding “who they lived with”. For people in independent/family setting, 44.4% 
decided “where to live” but 43.7% of this group reported someone else made the 
decision.   
 
A high percentage of people living in the community chose “what to watch on television” 
(78.2% in community group home and 91.0% in independent/family setting). In terms of 
“where people kept their money”, over half of the people in community group homes 
and 86.7% people in residential settings had the decision made by someone else with 
2.6% people in residential settings stating they made this decision themselves. There 
was no consistent trend in choice experience reported by people in community group 
homes at wave 1, supported choice was reported by 40-50% of this group for “what food 
to eat”, “what food is cooked”, “where to go in free time” and “how money is spent”. 
 
Wave 2 data (Appendix D6) shows that a high proportion of people experience self-
choice for the “time they go to bed” (75.1%) and “the television shows they watch” 
(69.9%).  This was a slight increase on the overall percentage making these choices in 
wave 1 - “time they go to bed” (73.1%) and “the television shows they watch” (68.7%).    
Supported choice was high for “how the individual spends their money” (40.9%), “where 
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they go in free time” (43.3%), “what food is cooked in their home” (40.2%), and “the 
food they eat” (37.4%). 
The lowest prevalence of self-choice was in decisions around the “supports received” 
(13.0%), “who they live with” (13.2%) and “where the individual lives” (16.5%), “where 
they keep their money” (13.7%) and the “food cooked in their home” (18.1%). Self-
choice continued to be reported by a high percentage of people in independent/family 
settings. However, “what food is cooked”, “how money is spent”, “support received” 
and “where keep money” were four areas that less than half of people in 
independent/family settings reported self-choice.  
 
By wave 2 the data indicate a shift from the dominance of someone else making 
decisions without individual involvement towards more supported choice making for 
people in residential settings. For people in residential settings at wave 2, at least 80% 
reported someone else made the decision of “where to live”, “who to live with”, and 
“where money kept”, with 75.8% reporting someone else making the decision as to 
“what supports are received”.  
 
Figure 9.1 mean self-choice score for type of residence at wave 1 and 
wave 2 
Mean score for self-choice at wave 1 and wave 2 is illustrated in Figure 9.1. This shows 




























(x ̅=7.4, SD=4.2 and x ̅=8.2, SD=3.9), with an increase in mean by wave 2 with mean 
difference significant (p<=0.05)  
 
9.3 DAILY CHOICE INVENTORY SCALE – FACTOR PROPERTIES  
Factor analysis of the daily choice inventory was undertaken to explore if there were 
some natural groupings of choice activities. This has not been done previously with this 
scale. Based on this analysis two choice levels were identified – every day and key life – 
and these are illustrated in Figure 9.2. This section details the process and findings at 
each stage of the factor analysis.  
The item response proportions and the percentage missing values for each variable in 





(Source: O’Donovan et al, 2015)(351) 
 
Figure 9.2 two level choice structure - every day and key life decisions 
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9.3.1 STEP 1: EXPLORATORY FACTOR ANALYSIS 
Exploratory factor analysis was run on the 3-item response model (self, supported, 
someone else) and the 4-item response model (self, supported, someone else, no 
choice). Table 9.1 illustrates the model fit and reliability for the first EFA of the model, 
with model one yielded overall good fit (Kaiser-Meyer >0.6; Bartlett’s test showing 
significance) and reliability (Cronbach Alpha 0.901). Two components were found to 
account for 54.1% of the variance with 44.5% attributed to the first component. 
However, consideration of the scree plot suggested that there is actually one underlying 
component in this measure.  
 
In the new analysis (with 4-item response category), overall fit remained good, with a 
slight reduction in Cronbach Alpha but retaining good reliability with an improved KMO 
statistic (Table 9.1).  The two resulting components accounted for 52% of variance with 
43% explained by one component. 
 










Cronbach’s Alpha Cronbach’s Alpha based 
























Again a two-factor model was not clearly illustrated in the scree plot. In reviewing the 
component matrix (for correlations) and pattern matrix (for factor loadings) and based 
on coefficients greater than 0.3, all components correlated with factor one and although 
four correlated with factor two, three of those items had a higher correlation with factor 
one. Four components loaded on factor two only; three loaded on both with again two 
of these having higher loadings on factor one. Taken together, there is support for a two 
factor model with nine items in factor 1 (decisions related to choice and decision 
making) and five items in factor 2 (decisions concerning major life events or key life 
decisions) (See Figure 9.2).   
 
9.3.2 STEP 2: CONFIRMATORY FACTOR ANALYSIS (CFA)  
To further test the qualities of this emerging two factor model SPSS AMOS was used to 
conduct CFA for both the 3-item response and 4-item response versions.  
For the 3-item response version, missing data was handled through a Maximum 
Likelihood approach and when calculated RMSEA and CFI fit were found to be poor 
overall. The variables “what job you have” and “what TV shows you watch” had the 
highest percentage of missing values. To ascertain the impact of the high level of missing 
data for these variables the model was run as a single factor model, firstly with the jobs 
variable removed and secondly with both the jobs and TV shows variables removed. 
Removing these variables from the scale did not improve fit of the model.  
 
CFA using a 3-item response in a two factor model showed slight improvement in fit but 
not at desired levels across the goodness of fit statistics. CFA using the 4-item response 
in a two factor model showed improvement in all fit statistics and RMSEA remained 
constant between two models. The chi-square statistic for the 4-item response suggests 
a tighter fit between variables in this model. The 4-item response also showed slightly 
higher correlation between the two factors (everyday decisions and key life decisions) 
but some drop in loadings for items such as “who you live with” (0.63 to 0.53). Overall 





As the model for the 4-item response had slightly better fit than 3-item version, the 
standardized residual co-variances were examined to check if discrepancies still existed 
in the data and if it was possible to further improve the model fit. The first iteration did 
not have residual co-variances available and so based on what we would expect to 
correlate conceptually and the regression weights, “who free time” and “where free 
time” were co-varied in the model. Standardized residual co-variances were then 
reviewed and “who you live with” and “where you live” were found to be highly 
correlated and thus co-varied in the next iteration of the model. The third time the 
model was run “what you eat” and “what food is cooked” were co-varied and a fourth 
time “where money is kept” and “how you spend your money” were co-varied.  Each 
time model fit was found to improve. The fit statistics for each model are shown in table 
6, with the final model illustrated in figure 1 (see Appendix D8).  
 
Table 9.2 CFA summary fit statistics model 1 and model 2 
 Model 1 – 
Two factors 
Model 2 – 
Two factors 
RFI 0.782 0.812 
TLI 0.801 0.830 
CFI 0.856 0.858 
PCFI 0.620 0.716 
RMSEA 0.104 0.103 
PCLOSE 0.000 0.000 
Chi square* 698.699 679.239 




 Table 9.3 CFA Fit statistics for Model 2 




Two factors – 
who/where 


























RFI 0.812 0.888 0.913 0.926 0.937 
TLI 0.830 0.907 0.932 0.946 0.957 
CFI 0.858 0.923 0.945 0.957 0.966 
PCFI 0.716 0.761 0.769 0.768 0.764 
RMSEA 0.103 0.076 0.065 0.058 0.052 
PCLOSE 0.000 0.000 0.001 0.47 0.355 
Chi square* 679.239 400.262 307.093 255.884 216.313 
*p<0.001 for all  
9.3.3 STABILITY OF FACTOR STRUCTURE ACROSS WAVES 
The EFA was then re-run on wave 2 data using 3-item response format (missing values 
treated in SPSS Pairwise deletion) and 4-item response format (missing values recoded 
as no choice). The factor loadings for the 3-item version showed  four choice items 
loaded on factor two only (“who live”, “where live”, “what support” and “where money 
kept”) and two items loaded on both factors but with higher loadings on factor 2 (“how 
spend money” and “what job you have”). When the EFA was run using the 4—item 
response daily choice inventory, again five items load on factor two only (“what job you 
have”,  “where live”, “who live with”, “where keep money”) and one item (“how you 




The two factor model was supported by wave two data. The variables loading on each 
factor were also supported in the 3-item response version; suggesting a possible 
additional item on factor two was “how you spend your money”. This was not confirmed 
by the 4-item response version but “how you spend your money” did load on both 
factors (just higher loading on factor one). One potential change to the model may be 
the inclusion of “how you spend your money” as a key life decision rather than an 
everyday decision. Conceptually how an individual spends their money could be an 
everyday decision or a key life issue, depending on the item or service to be bought and 
as such may therefore span both factors. However, for the purposes of clarity and 
consistency, in line with EFA and CFA (wave 1) and EFA (wave 2), “how you spend your 
money” is grouped under everyday decisions.  
9.4 CHOICE EXPERIENCE OF MOVERS POST MOVE 
The choice experience of movers was then explored: 
 The percentage self-choice for movers at wave 1 and wave 2 was compared to 
explore if there was a change in self-choice experience post move 
 The percentage of choice at different levels (self, supported, someone else) by 
each type of mover was examined to explore if choice experience is different by 
type of move made 
 The choice experience of people involved in decision to move was compared 
with movers not involved in decision to move; was there greater self and 
supported choice in other life domains. 
The percentage of movers reporting self-choice in waves 1 and wave 2 may be seen in 
Figure 9.3. When compared with changes in self-choice for the total IDS-TILDA sample, 
movers reported an increase in self-choice on a lower number of life domains (six). There 
was a decrease in percentage self-choice in eight domains by wave 2. Two were key life 
decisions (“where money is kept”; “what job you have”) and six were everyday decisions 
(“how decorate your bedroom”; “what TV shows you watch”; “how spend money”; 





Figure 9.3 percentage self-choice for movers (n=120) 
 
The choice experience of movers was further explored by the type of move made 
(lateral, more restrictive, more community based). Table 9.4 and Table 9.5 illustrate the 
choice experience for these movers. As the numbers within subgroups (more restrictive 
and community based) are quite small it was difficult to examine the significance of 
difference between groups. No significant statistical differences were found for choice 
experience by type of move made. However, trends in the descriptive data do provide 
some insights.  
 
A higher percentage of lateral moves reported self-choice across all domains compared 
with restrictive and community based movers.  The percentage self-choice for “who live” 
and “what support received” was the same for lateral and restrictive movers (12.5%) 
and slightly higher for restrictive compared with lateral movers for where you live 
(12.5% v 11.5%). Individuals who made more community based moves had the lowest 
reported self-choice for these domains. A higher percentage of community based 
movers reported someone else making choice for “where free time” (35.5%), “who live 
with” (72.6%) and “what support received” (71.9%).  A quarter of community and 











































restrictive movers reported someone else making the decision of what clothes to wear. 
For all other domains, a higher percentage of restrictive movers reported that someone 
else made choices for them.  
















 n % n % n % n % n % 
What you 
eat? 
          
self 34 28.6 34 28.3 23 31.9 4 25.0 7 21.9 
supported  54 45.0 49 40.8 33 45.8 4 25.0 12 37.5 
someone else  31 25.8 37 30.8 16 22.2 8 50.0 13 40.6 
what food is 
cooked? 
          
self 15 13.9 19 16.7 16 24.2 0 0.0 3 9.4 
supported  31 28.7 42 36.8 22 33.3 7 43.8 13 40.6 
someone else  62 57.4 53 46.5 28 42.4 9 56.2 16 50.0 
what clothes 
you wear? 
          
self 54 45.0 41 34.2 30 41.7 4 25.0 7 21.9 
supported  37 30.8 55 45.8 30 41.7 8 50.0 17 53.1 




          
self 36 30.5 45 38.5 33 46.5 2 13.3 10 32.3 
supported  34 28.8 39 33.3 20 28.2 7 46.7 12 38.7 
someone else  48 40.7 33 28.2 18 25.4 6 40.0 9 29.0 
where you go 
in free time? 
          
self 29 24.6 21 18.4 18 26.1 1 7.1 2 6.5 
supported  41 34.7 54 47.4 29 42.0 7 50.0 18 58.1 























          
self 18 15.0 12 10.0 10 13.9 1 6.2 1 3.1 
supported  40 33.3 45 37.5 26 36.1 5 31.2 14 43.8 
someone else  59 49.2 63 52.5 36 50.0 10 62.5 17 53.1 
what time you 
go to bed? 
          
self 86 72.3 81 67.5 50 69.4 11 68.8 20 62.5 
supported  18 15.1 19 15.8 12 16.7 0 0.0 7 21.9 
someone else  15 12.6 20 16.7 10 13.9 5 31.2 5 15.6 
what job you 
have? 
          
self 25 31.3 18 23.7 13 27.7 2 25.0 3 14.3 
supported  24 30.0 32 42.1 17 36.2 1 12.5 14 66.7 




          
self 61 63.5 59 59.6 38 64.4 10 66.7 11 44.0 
supported  16 16.7 21 21.2 12 20.3 1 6.7 8 32.0 




          
self 30 25.9 34 28.8 25 34.7 4 28.6 5 15.6 
supported  41 35.3 40 33.9 23 31.9 3 21.4 14 43.8 
























 n %ⱡ n % n % n % n % 
where you 
live? 
          
self 10 8.5 13 11.0 9 12.5 2 12.5 2 6.5 
supported  10 8.5 26 22.0 13 18.8 3 18.8 10 31.3 
someone else  98 83.1 79 66.9 49 68.8 11 68.8 19 61.3 
who you live 
with? 
          
self 5 4.4 11 9.4 8 11.1 2 12.5 1 3.4 
supported  6 5.3 21 17.9 11 15.3 3 18.8 7 17.9 
someone else  103 90.4 85 72.6 53 73.6 11 68.8 21 72.6 
what support 
you receive? 
          
self 7 6.0 14 11.7 9 12.5 2 12.5 3 9.4 
supported  13 11.1 26 21.7 16 22.2 4 25.0 6 18.8 




          
self 10 8.8 9 7.7 8 11.4 1 6.7 0 0.0 
supported  20 17.5 24 20.5 14 20.0 3 20.0 7 21.9 




The extent to which someone else made choices for the individual across the different 
types of movers is presented in Figure 9.4.   
Lateral movers had the highest mean self-choice score (x ̅==4.0; SD=3.8) compared with 
more restrictive movers (x ̅=2.8; SD=3.2) and community based movers (x ̅=2.3; SD= 2.9). 
Differences were not statistically significant.  
 
 
Figure 9.4 Percentage reporting someone else makes decision by type 
of move 
 
As may be seen in Table 9.6, there was a much higher percentage of people in the 
‘involved’ group reporting self-choice across range of everyday and key life decisions. 
This difference was significant for all choices. Mean self-choice score on daily choice 
inventory was statistically significant (p<0.001) with those involved in decision to move 
averaging 6.11 in self-choice compared with 2.3 for those not involved.  
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Table 9.6 Comparison of choice experience for people involved in 
decision to move and those not involved in decision to move 
 Individual involved in 
decision (n=36) 
Individual not involved 
in decision (n=84) 
x2 
P<=0.05 
 n % n %  
What you eat?     * 
self 18 50.0 16 19.0  
supported  14 38.9 35 41.7  
someone else  4 11.1 33 39.3  
what food is cooked?     * 
self 12 35.3 7 8.8  
supported  12 35.3 30 37.5  
someone else  10 29.4 43 53.8  
what clothes you wear?     * 
self 25 69.4 16 19.0  
supported  8 22.2 47 56.0  
someone else  3 8.3 21 25.0  
who you spend free time 
with? 
    * 
self 21 60.0 24 29.3  
supported  8 22.9 31 37.8  
someone else  6 17.1 27 32.9  
where you go in free time?     * 
self 14 40.0 7 8.9  
supported  15 42.9 39 49.4  
someone else  6 17.1 33 41.8  
how you spend your 
money? 
    * 
self 7 19.4 5 6.0  
supported  16 44.4 29 34.5  
someone else  13 36.1 50 59.5  
what time you go to bed?     * 
self 30 83.3 51 60.7  
supported  2 5.6 17 20.2  
someone else  4 11.1 16 19.0  
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* if significant association at the level of p<0.05 was found between type of living arrangement 
and the variables listed in the left-hand column 
 
 Individual involved in 
decision (n=36) 
Individual not involved 
in decision (n=84) 
x2 
P<=0.05 
 n % n %  
what job you have?     * 
self 13 52.0 5 9.8  
supported  9 36.0 23 45.1  
someone else  3 12.0 23 45.1  
where you live?     * 
self 9 25.0 4 4.9  
supported  14 38.9 12 14.6  
someone else  13 36.1 66 80.5  
who you live with?     * 
self 9 25.0 2 2.5  
supported  13 36.1 8 9.9  
someone else  14 38.9 71 87.7  
what support you receive?     * 
self 9 25.0 5 6.0  
supported  13 36.1 13 15.5  
someone else  14 38.9 66 78.6  
what TV shows you watch?     * 
self 29 85.3 30 46.2  
supported  4 11.8 17 26.2  
someone else  1 2.9 18 27.7  
how you decorate room?     * 
self 19 54.3 15 18.1  
supported  10 28.6 30 36.1  
someone else  6 17.1 36 45.8  
where you keep your 
money? 
    * 
self 5 14.3 4 4.9  
supported  15 42.9 9 11.0  




Under the life course theme of human agency Chapter 9 presented findings of the choice 
experience of the total sample and the sub-sample of movers, using the daily choice 
inventory measure. Factor analysis of this measure indicated two choice levels – every 
day and key life decisions. People living independently/with family reported higher 
levels of self-choice across all domains and by wave two there was indications of 
increased supported choice for people living in residential settings with a drop in the 
percentage reporting someone else made decisions. The people who reported being 
involved in the decision to move in Chapter 8, also reported higher levels of self-report 




CHAPTER 10 HUMAN AGENCY, TEMPORALITY AND 
LOCATION – EXAMINING HEALTH AND WELL-BEING OF 
MOVERS POST MOVE AND IN COMPARISON WITH NON-
MOVERS  
 
The final two objectives are addressed in this chapter. 
Objective 7: to compare health and well-being of movers at wave 1 and wave 2  
SUMMARY FINDINGS FOR OBJECTIVE 7: There was an increase in percentage of 
movers reporting poor self-rated health at wave 2. An increase in chronic constipation 
and emotional/psychiatric conditions was found for overall mover group but biggest 
increase was for people who made more restrictive moves. The overall increase in 
reported use of OT and speech and language services at wave 2 contrasts with decreased 
use by people who made more community based moves. 
 
Objective 8: to compare health and well-being of movers with non-movers 
SUMMARY FINDINGS FOR OBJECTIVE 8: The initial analysis showed movers 
compared to non-movers, had greater functional limitations, poorer health, lower mean 
vitality score and higher reported difficulty with numeracy and literacy skills. However, 
compared to lateral movers, non-movers had higher reported functioning difficulty, 
including ADLs, while lateral movers had higher reported difficulty with IADLs. Higher 
percentages of lateral movers also reported poor general and emotional health, with 
number of days poor general health and number of days activities were limited due to 
general and/or mental health also higher for lateral movers. The percentage reporting 
access to support and planning (keyworker and PCP) was higher for lateral group and 
this difference was found to be significant. 
 
10.1 INTRODUCTION 
Objective 7 and objective 8 examined if moving had a positive impact on the lives of 
people with ID by exploring, health and overall well-being including participation and 
social connectedness.  
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By exploring if changes in well-being occurred for movers by wave 2, this analysis 
considered the ‘drivers for change’ and relationship between moving, health and 
participation. 
10.1.1 DATASETS 
Four datasets were used: 
1. Movers sample wave 1 (2010) IDS-TILDA (n=120),  
2. Movers sample wave 2 (2013) IDS-TILDA (n=120) 
3. Matched data set of IDS-TILDA movers and non-movers (n=115 for each group) 
 
10.2 OBJECTIVE 7: TO COMPARE HEALTH AND WELL-BEING OF MOVERS 
AT WAVE 1 AND WAVE 2  
A change in self-reported health was noted post move, with a higher proportion of 
movers reporting their health as poor/fair (20.0%) at wave 2 compared with wave 1 
(16.1%).  
 
Table 10.1 self-rated health of movers at wave 1 and wave 2 
 Wave 1 Wave 2 
n % n % 
Self-rated health (good) 99 83.9 96 80.0 
Self-rated health (poor) 19 16.1 24 20.0 
Self-rated emotional health 
(good) 
90 77.6 89 76.1 
Self-rated emotional health 
(poor) 






Figure 10.1 health conditions for total and lateral movers at both waves 
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Comparison of most prevalent health conditions for total
movers group between wave 1 and wave 2
total movers (w1)
total movers (w2)
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Figure 10.2 health conditions for restrictive and community based movers at both waves  
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Comparison of most prevalent health conditions for more restrictive movers between wave 1 and wave 2
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Comparison of most prevalent health conditions for more community based 
movers between wave 1 and wave 2
more community based (w1)
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Based on the twelve most prevalent health conditions for the total movers group at wave 2, 
Figure 10.1 and Figure 10.2 present the change in health conditions reported by overall 
movers and by each mover subgroup at wave 1 and wave 2. The most prevalent conditions 
regardless of type of move were chronic constipation and emotional/psychiatric conditions.  
 
The percentage of restrictive movers reporting chronic constipation almost quadrupled by 
wave 2 (71.4% at wave 2 up from 18.8%) and doubled for lateral (38.0% at wave 2 up from 
13.9%) and community based (61.3% up from 28.1%) movers. An emotional and psychiatric 
condition was reported by an additional 6.2% of total movers by wave 2. This increase was 
seen across all mover types but was most notable for people who made more restrictive 
moves (27% to 64.3% by wave 2 compared with just 3% increase in the lateral and more 
community based movers, to 58.0% and 53.3% respectively).  
 
Polypharmacy (5 or more medications) increased for all mover types by wave 2 but this was 
to a lesser extent for community based moves (68.8% 67.7%). The percentage of more 
restrictive movers reporting no medications at wave 2 halved (12.5% to 6.3%) and those 
taking five or more medications increased (68.8% up from 43.8%). The percentage of 
community based movers taking one to two medications dropped by wave 2 but there was a 
corresponding increase in the percentage reporting three to four medications.  
 
 
Figure 10.3 percentage of medication use by type of move made at wave 1 




































10.2.1 HEALTH SERVICE UTILISATION  
Health service utilisation was measured in terms of health visit frequency (GP, A&E, 
outpatients and General Hospital), as well as record of use of range of therapeutic and 
personal health and social services within previous year. Overall, mean number of health visits 
to GP increased by wave 2 but there was a drop in the mean number of visits to outpatients 
and general hospital (Figure 10.4). In addition, the difference in mean number of A&E visits 
was statistically significant (p=0.034) for more restrictive (x ̅=1.38) compared with lateral 
movers (x ̅=0.52). 
 
 
Figure 10.4 mean number health visits for movers at wave 1 and wave 2 
 
As may be seen in Table 10.2 the biggest increase in use of other services post move was in 
personal care attendant, occupational therapy and speech and language therapy services. The 
greatest drop in use was in social work, day service, psychiatry, dental and 
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Table 10.2 health service utilisation at wave 1 and wave 2 for confirmed 
movers 
Health service utilisation 
for confirmed movers 
Wave 1 Wave 2 % change  
n % n % 
GP 111 93.3 116 96.7 +3.4% 
PHN 11 9.2 13 10.8 +1.6% 
OT 28 23.5 37 30.8 +7.3% 
Chiropody 86 72.3 88 73.3 +1.0% 
Physiotherapy 36 30.3 33 27.5 -2.8% 
Social Work 41 34.5 26 21.7 -12.8% 
Psych/counselling 29 24.4 22 18.3 -6.1% 
Home help 5 4.2 6 5.0 +0.8% 
Personal care attendant 20 16.8 32 26.7 +9.9% 
Meals on wheels 2 1.7 1 .8 -0.9% 
Optician 57 47.9 56 46.7 -1.2% 
Dental 72 60.5 64 53.3 -7.2% 
Hearing 16 13.4 20 16.7 +3.3% 
Dietician 39 32.8 41 34.2 +1.4% 
Speech and language 33 28.0 42 35.0 +7.0% 
Day centre 80 67.2 70 58.3 -8.9% 
Respite 6 5.0 5 4.2 -0.8% 
Residential 81 68.1 81 67.5 -0.6% 
Psychiatry 57 47.9 48 40.0 -7.9% 
Neurological 7 5.9 14 11.7 +5.8% 
Geriatrician 3 2.5 1 0.8 -1.7% 
Endocrinology 8 6.7 5 4.2 -2.5% 
Dermatological 3 2.5 4 3.3 +0.8% 
Palliative care 1 .8 2 1.7 +0.9% 
Pharmacist n/a n/a 88 73.3 n/a 
 
The three services with greatest between wave percentage increase (PCA – personal care 
attendant, OT – occupational therapy, SLT – speech and language therapy) and decrease (SW 
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– social work, Day – day services, Psych – Psychiatry) were explored by type of movers (see 
Figure 10.5 and Figure 10.6). 
 
 




Figure 10.6 percentage use of services with greatest overall decrease by 
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People who made more community based moves had decreased use of two of these services 
(see Figure 10.5) – occupational therapy and speech and language therapy. Increases in use 
of the three services were greatest for people who made more restrictive moves – personal 
care attendant increased from 12.5% to 31.2%, occupational therapy from 12.5% to 50.0% 
and speech and language therapy from 26.7% to 50.0%.  
 
The overall decrease in use of social work services was driven by decreases in use by lateral 
and community based moves but there was an increase in use by more restrictive movers 
(see Figure 10.6). A similar trend was found for use of psychiatric services. Use of day services 
decreased for all mover types by wave 2.  
10.2.2 HEALTH SERVICE SETTING 
Where movers accessed general (Figure 10.7) and specialist (Figure 10.8) health services was 
also explored. The data shows that movers were accessing services from community or 
service provider settings. Higher percentage of movers accessed general health services in 
the community compared with specialist services which had heavy reliance on service 
providers for provision. For example, of the community based movers using social work 







































































Figure 10.8 health service setting by type of mover – specialist health 
services 
10.2.3 HEALTH SCREENING 
Use of health checks and screening was also explored (Table 10.3). The biggest increase in 
screening was for male movers having prostate cancer screening and for GP checking breasts 
for lumps for women. The biggest drop in screening was in self-screening of women of breasts 
for lumps and GP checking of testicles in men for lumps.  
 
The top three biggest increases and decreases in screening/health checks between wave 1 
and wave 2 were explored by type of move (Figure 10.9 and Figure 10.10). Overall there was 
an increase in checks for blood glucose levels among lateral and restrictive movers but there 
was a decrease in these checks for people who made more community based moves. An 




























































increase in access to blood test for prostate cancer occurred for each group of movers albeit 
a much smaller increase for community based movers.  
 
There was an overall decrease in the percentage of movers self-checking for breast cancer 
between waves but data indicates an increase in the more restrictive group. Access to GP 
checking of testicles for lumps was stable for restrictive movers with a large decrease for 
community based movers and an increase in percentage of lateral movers reporting this check 
taking place. There was also a decrease in self-checking of testicles between waves for 
community and restrictive movers but a slight increase in percentage of lateral movers by 
wave 2.  
Table 10.3 health screening for movers at wave 1 and wave 2 
Health screening checks for 
confirmed movers 
Wave 1 Wave 2 % change 
n % n % 
Check breasts for lumps 
regularly 
36 62.1 28 43.1 -19.0% 
GP checked breasts for lumps 38 64.4 52 80.0 +15.6% 
Has had mammogram or x-ray 
to search for cancer 
34 56.7 40 61.5 +4.8% 
Check testicles for lumps 
regularly 
13 24.1 8 15.4 -8.7% 
GP checked testicles for lumps 34 63.0 29 53.7 -9.3% 
Has had examination for 
prostate cancer 
20 37.0 18 33.3 -3.7% 
Has had blood test for prostate 
cancer 
29 53.7 39 72.2 +18.5% 
Has had a flu injection within 
the last 2 years 
114 95.0 110 93.2 -1.8% 
Has had a flu injection over 2 
years ago 
3 2.5 0 0.0 -2.5% 
Has had a Hepatitis B vaccine 95 80.5 87 75.7 -4.8% 
Has had a blood test for 
cholesterol within the last 2 
years 
108 90.0 102 85.7 -4.3% 
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Health screening checks for 
confirmed movers 
Wave 1 Wave 2 % change 
n % n % 
Has had a blood test for 
cholesterol over 2 years ago 
5 4.2 7 5.9 +1.7% 
Has had blood pressure 
measured within the last 2 years 
114 95.0 115 97.5 +2.5% 
Has had blood pressure 
measured over 2 years ago 
1 .8 0 .0 -0.8% 
Has had a thyroid function test 
within the last 2 years 
94 79.0 99 84.6 +5.6% 
Has had a thyroid function test 
over 2 years ago 
5 4.2 2 1.7 -2.4% 
Has had a blood glucose test 
within the last 2 years 
98 82.4 105 89.0 +6.6% 
Has had a blood glucose test 
over 2 years ago 
3 2.5 2 1.7 -0.8% 
 
 



























Figure 10.10 percentage screening with greatest overall decrease by type of 
move 
10.2.4 PARTICIPATION AND SOCIAL ACTIVITIES 
Participation in general activities was higher at wave 1 overall for movers than at wave 2 
(Figure 10.11). The exception to this was that there was no increase in individuals owning a 
mobile phone (21.0% of movers in both waves). 
 
 



















































Participation in general activities for movers at wave 1 and wave 2 
(based on n=120)
Movers (at wave 1) %




Club membership also declined between waves. One exception to this was the increase in 
membership of advocacy groups from 10.8% to 16.7%.  
 
Table 10.4 Participation in activities for movers at wave 1 and wave 2 
 Movers wave 1 
(%) n=120 
Movers wave 2 
(%) n=120 
% change 
between waves  
General 
activities 
   
Vote 22.5 15.0 -7.5% 
Hobby 60.8 41.7 -19.1% 
Holiday 
Ireland 
60.0 42.1 -17.9% 
Holiday 
abroad 
12.5 8.8 -3.7% 
Day trip 90.8 80.7 -10.1% 
Use Internet 10.8 6.1 -4.7% 
Own mobile 20.8 21.1 +0.3 
Club 
membership 
   
Political party 0.8 0.0 -0.8% 
Tenants 
group 




5.0 5.8 +0.8% 




9.2 5.8 -3.4% 
Retirement 2.5 2.5 no change 
Special 
Olympics 
20.0 10.8 -9.2% 
Arch club 7.5 4.2 -3.3% 
Advocacy 
group 
10.8 16.7 +5.9% 
Other 11.7 10.0 -1.7% 
 
Participation and club membership were explored by type of move made. Lateral movers 
were the only group to report increased membership of advocacy groups. None of the 
participants who moved to more restrictive setting were members of an advocacy group at 
wave 2. Also, by wave 2, the percentage of community based movers who reported being 




A decrease in percentage of people going on holiday in Ireland or abroad was experienced by 
all mover types. There was also a decrease in percentage going on day trips for each type of 
mover. Participating in hobbies decreased overall between waves and in particular for lateral 
and more restrictive movers. There was a slight increase in the percentage of community 
based movers who had a hobby by wave 2.  
 
Internet use decreased for lateral and restrictive movers but increased for people who made 
more community based moves. In addition, there was an increase in percentage of 
community based movers who owned a mobile phone but a decrease for more restrictive 
movers and no change for lateral movers.  
 
Table 10.5 participation in activities and club membership by type of move 




Community (%) n= 32 
 W1 W2 W1 W2 W1 W2 
General activities       
Vote 22.2 19.1 25.0 6.7 21.9 12.9 
Hobby 63.9 45.6 81.2 33.3 43.8 45.2 
Holiday Ireland 58.3 50.0 68.8 26.7 59.4 32.3 
Holiday abroad 12.5 7.4 12.5 6.7 12.5 12.9 
Day trip 90.3 79.4 75.0 66.7 100.
0 
90.3 
Use Internet 12.5 4.4 12.5 0.0 6.2 12.9 
Own mobile 25.0 25.0 31.2 26.7 6.2 9.7 
Club membership       
Political party 1.4 0.0 0.0 0.0 0.0 0.0 
Tenants group 1.4 1.4 0.0 0.0 3.1 3.1 
Church or religious 
group 
4.2 8.3 6.2 0.0 6.2 3.1 
Charitable  0.0 0.0 0.0 0.0 0.0 0.0 
Education, arts, 
music groups 
6.9 4.2 6.2 0.0 15.6 12.5 
Retirement 2.8 4.2 0.0 0.0 3.1 0.0 
Special Olympics 15.3 11.1 31.2 6.2 25.0 12.5 
Arch club 2.8 2.8 12.5 6.2 15.6 6.2 
Advocacy group 8.3 20.8 6.2 0.0 18.8 15.6 




10.3 OBJECTIVE 8: TO COMPARE HEALTH AND WELL-BEING OF MOVERS WITH 
NON-MOVERS 
This final section of the findings, examines the profile, health and well-being, choice and 
participation of movers compared with non-movers. 
10.3.1 CHOICE, HEALTH AND WELL-BEING: MOVERS AND NON-MOVERS  
The first step in the analysis was to compare the overall group of movers to non-movers. Non-
movers were healthier with lower reported difficulty with functioning, higher mean vitality 
score and lower health service utilisation. A higher percentage of non-movers reported 
cognitive strengths and numeracy and literacy skills and a greater rate of participation in 
activities. However, movers had better formal (PCP, keyworker) and informal supports 
(friendships) in place and were less likely to report feeling lonely, isolated or to have difficulty 
making friends.  
 
Analysis was then run using the three categories of movers with non-movers. The small size 
(n=16) of the more restricted mover category, and to a lesser extent more community based 
movers (n=32), meant that the statistical power was very limited making it very difficult to 
ascertain if differences between the four groups – lateral, more restrictive, more community 
based, non-mover – were significant.  
 
Using the matched dataset, the next stage of analysis focused on comparison of the mover 
groups with the biggest sample size - lateral movers (n=68) group with non-movers (n=115).  
10.3.2 PROFILE OF LATERAL AND NON-MOVERS 
Both lateral and non-movers were predominantly female (64.7% lateral; 60% non-movers) 
and age distribution across three categories was similar, with no significant differences. 
Lateral movers had a similar mean vitality score (x ̅=67.8, SD=23.0 v x ̅=67.5, SD=20.9).  
 
In terms of functioning, there were a higher mean number of functional limitations and ADL 
difficulties for non-movers and a slightly higher mean number of IADL difficulties for lateral 
movers.  A higher percentage of lateral movers reported poor general and emotional health, 
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with the number of days emotional health was poor and the number of days activities were 
limited due to poor general and/or mental health was higher for lateral movers.  
 
In contrast the mean number of days mental or emotional health was poor was higher for 
non-movers (Figure 10.12). These differences were not found to be significant. Non-movers 
were more likely to report feelings of loneliness, feeling left out, feeling isolated most/some 
of the time and to have difficulty making friends (and these differences were statistically 
significant except for feeling isolated).  
 
Figure 10.12 mean number of days had poor physical, mental health and 
activity limitation 
The most prevalent health condition reported by both groups was an emotional or psychiatric 
condition (Figure 10.13) with a higher percentage of non-movers reporting having 
hallucinations (13.6% v 0.0%), anxiety (53.3% v 38.1%), depression (45.0% v 25.0%), 
schizophrenia (11.7% v 2.8%), emotional problems (23.7% v 8.3%) and mood swings (35.0% v 
25.0%). The differences between lateral and non-movers were found to be statistically 
significant for hallucinations, depression and emotional problems. A slightly higher 
percentage of lateral movers reported emotional, nervous and psychiatric conditions (56.9% 
v 51.3%) and psychosis (13.9% v 5.0%) but these differences were not significant. No 
significant differences were found in sleep patterns and/or difficulty getting to sleep or 



























Figure 10.13 Top 12 most prevalent health conditions for lateral and non-
movers 
10.3.2.1 Literacy and numeracy skills 
No significant difference in education was found but there was a higher proportion of lateral 
movers reporting difficulty with reading, writing, numeracy and computers and these 
differences were significant.  
10.3.2.2 Type of residence at wave 2 
Type of residence at wave two for lateral and non-movers was not statistically different (Table 
10.6), with just under half of each group living in a residential setting. 
 
Table 10.6 type of residence for lateral and non-movers 
 Lateral Non-movers 
Independent/ with family 10.3 11.3 
Community group home 41.2 40.0 
Residential 48.5 48.7 
0.0% 10.0% 20.0% 30.0% 40.0% 50.0% 60.0%





























At wave two, the mean number of people that lateral movers were living with was lower than 
for non-movers (x ̅=6.2 compared with x ̅=7.7). This was not a statistically significant 
difference. In addition, lateral movers were found to be less likely to share their bedroom 
with anyone else and this difference was significant.  
 
The physical structure of their homes (bungalow, two-storey etc.) and level of accessibility 
(having bedroom, bathroom and kitchen on one level) were not statistically different for 
lateral movers and non-movers at wave 2.  In addition, there was no significant difference 
between lateral and non-movers in terms of support from nursing/care staff in the residence 
where they live.  
10.3.2.3 Service use 
Lateral movers reported a higher mean visits to GP, A&E and outpatients but lower mean 
number of nights in general hospital when compared with non-movers but these differences 
were not statistically significant.  
 
 
Figure 10.14 mean number of health visits 
10.3.2.4 Support – personal plan, advocacy and keyworker 
The percentages reporting access to support and planning (keyworker and PCP) were higher 
for lateral group and this difference was found to be statistically significant. No difference was 
found in access to independent advocate or other advocacy service between these groups. A 


























45.6%) but this was not statistically significant. Non-movers were also more likely to report 
having difficulty making friends and this difference was statistically significant.  
10.3.2.5 Social participation – activities and club membership  
A higher percentage of non-movers participated in general activities. Although statistical 
significance not found, differences between groups in voting, holidaying abroad and going on 
day trips were approaching significance.  
 
Overall membership of clubs and groups was low for both groups. Highest reported club 
membership for non-movers was with Special Olympics (19.1% v 10.3%) but this difference 
was not significant. The highest reported membership for lateral movers was with advocacy 
groups (19.1% v 9.6%) with this difference approaching significance (p=0.054).  
 
Higher percentages of lateral movers reported participating in eating out, going for coffee, 
shopping, attending social clubs, hairdressers and other social activities but these differences 
were not found to be statistically significant. Non-movers were more likely to participate in 
going to cinema, going to pub and talking to friends and families with differences statistically 
significant. A higher percentage of non-movers reported going to art gallery and museums 
and this approached being statistically significance (p=0.057). 
10.3.2.6 Comparing the choice experience of non-movers and lateral movers 
Higher percentage of lateral movers reported someone else making decisions across all 
activities in the daily choice scale; with two exceptions. Percentage reporting someone else 
makes choice for “what food is cooked” was the same for both groups while higher 
percentage of non-movers reported someone else making decision of “what clothes they 
wear”. The differences in choice experience were not found to be statistically significant. The 
mean self-choice score was higher for non-movers (x ̅=4.5, SD=3.6) compared with lateral 
movers (x ̅=3.9, SD=3.8) but these mean differences were also not significant.  
10.3.2.7 So why did lateral movers move?  
The most prevalent reason reported for moving for the lateral group was to accommodate 





Overall by wave two there was an increase in the percentage of movers reporting poor health 
and changes in reported health conditions as well as services used by wave two differed 
greatly when type of move made was considered. Disaggregating data by type of move also 
highlighted how the direction of changes differs by type of movers. 
 
Non-movers were healthier and had reported lower difficulty with literacy and numeracy 
when compared with lateral movers. Choice experience was also better for this group with 
lower percentage of non-movers reporting someone else making decisions for them. The 
most prevalent reason for moving for lateral movers was to accommodate the service. The 
analysis identifies the changes that occurred for movers post move and compared health and 










CHAPTER 11 DISCUSSION  
As stated in section 1.1 the main research question is, what are the drivers for change in living 
arrangement for older people with an intellectual disability in Ireland, including the 
implications for health service utilisation and where the individual fits within this transition 
process?  The study aims to understand if and how older people with an intellectual disability 
are involved in the decision to move place of residence, the relationship between this choice 
opportunity and the opportunity for choice in other areas of life and how both choice and 
moving impact on health service utilisation. 
 
The research was guided by the hypothesis that moving place of residence could lead to an 
overall positive outcome for the individual with improved QoL the end goal. This should be 
evidenced in more self-choice, more control, more access to people and social activities as 
well as improved access to health services and the supports needed. As specified in the 
UNCRPD, people with an ID have the right to “…access to a range of in-home, residential and 
other community support services, including personal assistance necessary to support living 
and inclusion in the community, and to prevent isolation or segregation from the community” 
(33). This support should be available regardless of the severity of the level of ID and ability 
of the individual and regardless of the type of move made – even a restrictive move should 
have the fundamental aim of improved QOL for the individual. The rationale for this is that 
relocating where one lives should result in better supports, better access to services and to 
the community, more choice and autonomy, regardless of whether the move is to a more 
restrictive setting or more community based setting. A balance should be sought between the 
individual’s needs for environmental supports and services with the individual’s opportunity 
for choice and control over one’s life. The supports should be appropriate and relevant to the 
individual. 
 
De-institutionalisation needs to be sustainable and therefore how community living is 
configured needs to be realistic and appropriate. Otherwise the default position will be re-
institutionalisation or more people with complex health needs moving to more restrictive 
settings instead of being supported to remain in their current home. At the core of community 
configuration is the management of current staff resources and the nature of supports in 
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place for people with ID. Community participation and social connectedness are  highly 
dependent on the type of support provided to people with ID(352, 353). In addition exclusion 
from the decision and choices around relocating to a new home, may impact on the success 
and sustainability of transitions to new living arrangements. 
 
Drawing on the policy analysis, systematic review and quantitative data analysis, the key 
findings in response to the main research question are presented in this chapter. Possible 
explanations for the occurrence of these findings are provided. The chapter concludes with 
an analytical review of the limitations of the present study and summary of potential future 
research strands.   
11.1  DRIVERS FOR CHANGE 
 
The study illustrates that the main drivers for change in living arrangement for older people 
with ID in Ireland are multiple. One driver for change in living arrangement is national policy, 
specifically with national housing policy (see section 2.2) and the implementation of the 
national standards for residential services (HIQA) providing the context for many of the more 
community based and lateral moves. However, the change promulgated by policy is not the 
only type of change in living arrangement happening, and also the rate of change suggested 
in the policy is slower than recommended.  
 
Another driver for moving that was identified was a change in health needs requiring a move 
to alternative living, usually to a more restricted setting. An emotional and psychiatric 
condition was reported by an increase of 6.2% of total movers by wave 2. This increase was 
most notable for people who made more restrictive moves, with the percentage of restrictive 
movers reporting such conditions increased by 27% by wave 2 compared with just a 3% 
increased for the lateral and more community based movers. In addition, the increase in 
reported chronic constipation was greater for people who made more restrictive moves 
(quadrupled) than lateral and community based moves (doubled). For those who moved to a 
more restrictive setting, 43.8% reported a change in health as a reason for moving, and there 
was a high prevalence of Alzheimer’s and Dementia among this group. Change in health status 
the second most frequent reason for moving for lateral movers (18.1%).This data suggests 
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the role of changing health status and health need in driving some moves. Further research 
must help to establish the extent to which these increases in conditions were the reason for 
the move as opposed to being a consequence.  
 
One probable explanation for these more restrictive moves is the lack of access to 
appropriate supports and services in the present setting as individual needs change. These 
more restrictive moves are happening in contradiction to National Housing Policy. These 
moves are reflective of the temporality and changing health needs of people with ID as they 
age; but may also indicate a lack of specialised services and supports in the community to 
address changing complex needs and a deficient recognition of the culmination of needs over 
the life course for people with life-long disabilities. There may be a lack of appropriate 
supports in place to maintain community presence in the context of changing health needs. 
The role of active support in facilitating community engagement has been noted previously 
(352, 353). In the context of the current study, changing health needs may be those that occur 
with onset of dementia and Alzheimer’s, which was found, in this study, to be a more 
prevalent condition among the restrictive movers compared with other mover types. It 
suggests the inability of the current residence setting to adapt to these more challenging 
needs and to provide the additional supports required.  
 
Previous research has indicated that challenging behaviour can result in placement 
breakdown and re-institutionalisation (354) although other environmental and support 
factors as well as the reason for the challenging behaviour have been found to influence 
placement breakdown(355). It was not possible to explore the impact of challenging 
behaviour in the present study as there was no measure of challenging behaviour in wave 1 
or wave 2 of IDS-TILDA. However, wave 3 will include a measure of challenging behaviour and 
future research should seek to examine the association between the presence of this and the 
type of moves made.  
Future research could explore what are the tipping points for such restrictive moves in 
Ireland, including the role or influence of challenging behaviour in the occurrence of these 
restrictive moves and provide further insight into what supports should be put in place to 




Linked to this point, is that health service structures in the community are unlikely to be 
prepared to respond to the needs of people with ID at present and as they age. This is largely 
due to the absence of specialist ID health professionals within the community health care 
teams. Residential institutions are staffed by highly qualified and specialist ID nurses but the 
same resources are not available at present to people with ID living in the community. Failure 
to implement the Primary Care Strategy (2001) nationally and in particular the absence of 
specialist physical, sensory and ID health professionals within primary care teams results in 
the lack of community preparedness for people with ID living in or moving to the community.  
 
Personal choice accounted for just over 10% of moves made, with the individual’s preference 
for moving not taken into consideration in all moves made. The data shows that many people 
with ID continue to be excluded from the decision making process.  It was not possible to 
identify the steps in the decision making process from the data available but analysis shows 
that only 30% reported being included in decision to move and 40% of movers reported that 
they did not want to move.  For the individuals who reported being involved, it is not possible 
to know the nature of this involvement. As well as exclusion from key life decisions, the data 
showed that individual agency over day to day decisions was also absent for many people 
with ID as they age in independent/family settings as well as staffed residences. This issue of 
personal choice and involvement in decisions is explored in greater detail in section 11.2. 
 
However, involvement in this process will likely have implications for where, how and when 
the individual with ID moves. Without the ‘voice’ of people with ID in this process, new living 
arrangements are unlikely to reflect the individual’s wants and needs. People with ID need to 
be given the opportunity to be involved in these decisions as well as the opportunity to 
explore alternatives to their current living situation. Service providers and policy makers need 
to be cognisant of the lack of early life experience of people with ID in the choice of where to 
live and re-locate and the potential lack of reference points for people with ID to different 
types of living settings; thus what is ‘possible’ and desired by the individual with ID may need 
broader exploration before any ‘choice’ is feasible or appropriate. This has implications not 
only for how the individual with ID is involved in the decision to move but also in preparing 
and planning for a transition in living, with the scope to provide the individual with ID the 
opportunity to see, stay or visit a range of alternative living settings and geographic locations 
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important. Future research could explore this concept of the ‘ideal’ home and living space 
with people with ID through a qualitative action research design.  
 
The changing needs of other residents and the needs of the service itself motivated some of 
the moves that took place. These other or non-individual specific reasons are particularly 
dominant for the largest group of movers, the lateral movers. The prominence of lateral 
moves among the IDS-TILDA sample deserves some attention. The economic environment 
within which data collection took place and within which the national policies were published 
may provide some context and explanation for the extent of change during this time period. 
ID service providers were directly affected through budget cutbacks(356) during this time of 
economic austerity. It is unlikely that new housing was built or acquired during this time and 
more likely that service providers attempted to address the housing provision through 
adaptations and movement within services and to units already in place.  The financial 
resources available and economic environment likely had major implications for the type of 
movement that occurred during this time for people with ID with the relocation of individuals 
managed within the structures already available, thus resulting in lateral moves to a similar 
setting.   
 
11.1.1 NUMBERS SHARING SAME RESIDENCE  
The percentage decline in people living in residential settings between the two waves was 
small (3.3%) with a corresponding positive increase in the percentage living in community 
group homes. However, the quality and nature of community group home living and the 
extent to which institutional culture diminished post move is not assessed and, the mean 
number of people sharing a community group home increased from x ̅=5 to x ̅=5.7 by wave 
2. This was still substantially lower than the mean number of people sharing a residential 
settings (x ̅=9.7) yet higher than the recommended number of no more than four people 
sharing as outlined in national policy (7).  
Of interest from a policy perspective, although not statistically significant, is that lateral 
movers were found to share their residence with a lower mean number of people than non-
movers (x ̅=6.5 compared with x ̅=7.7). In addition, lateral movers were found to be less likely 
to share their bedroom with anyone else and this difference was statistically significant. This 
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would imply that people make lateral moves when more personal/private space is available; 
however, the mean number sharing residence is still higher than the policy recommendation 
of no greater than four people (7).  
 
This is a key finding as research to date indicates better outcomes and quality of life, as well 
as greater potential for individual supports when living in a setting with fewer residents. 
However, as the average number of people sharing is greater than the policy 
recommendation of four people this has implications for the actual level and appropriateness 
of support provided to individuals with ID in such settings in addition to the decreased 
likelihood of positive outcomes associated with smaller settings being achieved in 
practice(357). Further tracking of the numbers of people sharing the same residence will be 
required over time with the emphasis on small group settings and individualised supports key 
for improved outcomes in a new living setting.  
 
Although the literature suggests that being older is a reason for people not to move to 
community living setting (147), this was not the case for IDS-TILDA participants as 45% of IDS-
TILDA movers were in the middle age cohort (50-64 years) and 31.2% of community based 
moves aged 65 years or over. The most prevalent reason in IDS-TILDA data for lateral moves 
was to accommodate the service, for community based movers, service policy and transition 
and for more restrictive movers, a change in personal health status.  
 
Only a quarter of IDS-TILDA movers were in the youngest age cohort (43-49 years) although, 
two-thirds were younger than 65 years of age. In addition, contrary to previous evidence (115, 
188, 189), only 14.8% of movers had mild level of ID with largest group in the moderate 
(55.7%) and severe (24.3%) ID group. This finding is more in line with the review by Young et 
al (1998) of movers in Australia which found a large percentage of movers had severe ID. For 
the present study, the finding of high percentage of movers with moderate and severe ID 
could be explained by the different types of moves made as moving does not refer to 





11.2 INDIVIDUAL INVOLVEMENT IN DECISIONS AND CHOICE  
The research question set out to examine the role of the individual in the decision to move 
and if and how choice in this life decision is related to choice in other areas of life. The findings 
relating to this aspect of the research question are discussed below and can be understood 
within the life course domain of ‘Human Agency’. 
11.2.1 IN THE PROCESS OF MOVING TO NEW HOME 
There is little published data on the process of moving, in terms of involvement of the 
individual, choice and preferences for moves and reasons for move; except within the context 
of de-institutionalisation. National housing policy in Ireland recommends a central role for 
the individual with disability in the decision, planning and process of moving.  The primary 
policy focus is on community living arrangements. IDS-TILDA data illustrates that multiple 
types of moves are happening for people with ID, across a range of ages and levels of ID, and 
for multiple reasons. A key finding is the exclusion of many people with ID from the decision 
of where to live. The analysis shows that seven out of ten people who moved were not 
involved in this decision and forty percent did not want to move. This supports previous 
evidence on limited choice of where to live and who to live with experienced by people with 
ID (79, 147) and is direct contradiction to Irish National Housing Policy (7, 8) which 
recommends individual choice, person centred planning and advocacy in planning the 
transition to community. 
 
 One possible explanation for the exclusion of some people with ID from key life decisions 
may be assumptions made by other people, such as family, carers or support staff, of the 
ability of some people with ID to understand and/or demonstrate choice(358). The people 
who reported being involved in the decision to move were higher functioning and more likely 
to have mild ID. A much higher percentage of people involved in the decision to move  
reported self-choice across a range of everyday and key life decisions. Difference were 
statistically significant for all choices and the mean self-choice score on daily choice inventory 
was statistically significant (p<0.001) with those involved in the decision to move averaging a 
score of 6.11 in self-choice compared with 2.3 for those not involved.  This may indicate that 
people who experience greater self-choice in other aspects of life were given the opportunity 
to participate in the decision process at the time of a major life event (change in living 
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arrangements). This cannot be stated definitively but future research could explore the 
potential linkage between opportunities for every day and major life decisions for people with 
ID.  
11.2.2 FOR DIFFERENT TYPE OF MOVERS  
People living in more independent settings tend to report greater opportunity for self or 
supported choice than those in more restricted settings. Thus, for people who moved to more 
independent or community based settings between wave 1 and wave 2, it was anticipated 
that there would be an improvement in the percentage reporting self or supported choice.  
 
Instead a higher percentage of lateral movers reported self-choice across all domains 
compared with restrictive and community based movers. Community based movers reported 
the lowest percentage for self-choice for whom and where to live. Lateral movers had a higher 
mean self-choice score (x ̅=4.0; SD=3.8) compared with more restrictive movers (x ̅=2.8; SD= 
3.2) and community based movers (x ̅=2.3; SD=2.9). Although these differences were not 
statistically significant, the data does not support an increase in the percentage of 
community based movers reporting improved self or supported choice.  
 
One potential explanation for the lower mean self-choice score for more community based 
movers could be the possible limited change in other aspects of life that can occur for people 
following a move, that is, the location of living may change but the culture, environment and 
supports do not. This group of movers also had the lowest reported self-choice for whom and 
where they would live. As noted by Emerson and Hatton (1996) and Bigby and Fyffe (2006) 
moving, in reference to a move to the community, does not itself lead to improved outcomes 
(183, 188). If supports and structures to facilitate choice or to learn choice skills are not in 
place in the new setting, then a change in reported self or support choice is unlikely to occur. 
Thus, there are implications for achieving better outcomes in choice, health and health 
service use, if appropriate structures and supports that are required are not in place.  
 
Lateral movers were the biggest group of movers between wave 1 and wave 2 and the choice 
experience of this group of movers was compared with the non-movers.  
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Lateral movers could be inferred to have the least drastic move, in that the individual moved 
to a similar setting. When compared with non-movers the data showed that a higher 
percentage of lateral movers reported someone else making decisions in all activity domains, 
with the exception of “what food is cooked” and “what clothes to wear”. The differences in 
choice experience were not found to be statistically significant between lateral and non-
movers. Mean self-choice was also higher for non-movers but not significantly so. Also, 
changes in residence at wave 2 were not statistically different, so even though lateral movers 
changed actual residence, the same percentage of lateral and non-movers were living in 
residential settings (48.5% v 48.7%) and only a slightly higher percentage in community group 
homes (41.2% v 40.0%) than non-movers. Thus, the change in where the person was living 
did not result in a change in the expression of self-choice and as such could indicate a lack of 
real change or transition in the individual’s life.   Previous research has found an improvement 
in choice opportunity and self-determination on moving to a less restrictive environment 
(359) but perhaps the potential for change is lower when the move is to a similar/lateral 
setting. Thus, a possible explanation for limited change in outcomes for lateral movers, 
similarly to the community based movers above, could be the limited actual change in the 
environment and supports provided to the individual following the move.  
 
A further indicator of control and agency over one’s life could be access to an individual 
tenancy agreement, as recommended in the National Housing Policy for People with 
Disabilities(8). The IDS-TILDA data shows no movers owned their own home, and therefore 
the data does not provide support for Lawrence and Brook’s (2015) contention in referring to 
the UK experience that home ownership is on the increase for people with ID(129). One 
possible explanation for the lack of home ownership reported by the IDS-TILDA movers may 
be due to historical barriers to access required finance as well as the negative attitudes that 
challenge an individual’s capacity for access to legal tenure. Lack of access to financial 
resources to secure a mortgage is a persistent barrier and the present study found that on a 
basic level people with ID did not have choice over how to spend or where to keep their own 
money. In addition, literature shows that people with ID are at heightened risk of living in 
poverty, are less likely to be employed and also less likely to have access to family inheritance 
(financial or land), with anecdotal evidence showing many families of people with ID 




The issue of capacity is interesting and timely in the Irish context. The delay in ratifying the 
UNCRPD has been linked to the absence of up-to-date capacity legislation, with the outdated 
and much-maligned Lunacy Act 1871 being the only legislative guidance in place. However at 
the time of writing the Assisted Decision Capacity Bill was in the final stages of enactment. 
Future research should explore the impact of this new legislative instrument on choice, home 
ownership as well as a range of life areas, for people with ID.  
 
Related to home ownership is the issue of tenancy and access to the rental market. The 
majority of movers reported paying rent with most renting from an ID service provider. Only 
one-third reported having an individual tenancy agreement. Difficulties accessing the private 
rental market may be explained by the negative attitudes and unwillingness of private 
landlords to rent to people with ID(146, 360). In addition, the moves discussed in the current 
study were happening in the context of an economic recession and a subsequent and 
persistent housing crisis in Ireland. Increasing rents, low social housing supply and stagnant 
rent supplements from the Government has resulted in many people without ID being 
excluded from the private rental and home ownership market. The absence of tenancy 
agreements and opportunity for tenancy raises concerns regarding the full recognition of the 
individual with ID in the transition to the role of tenant and the rights and protections this 
entails. It highlights the persistence of ID services in housing provision with implications for 
access to and use of other services provided by the ID service provider. This reliance on the 
service provider leads to the discussion of another key finding, that of interdependencies 
experienced by people with ID in the moving process. 
 
11.2.3 INTERDEPENDENCIES IN THE MOVING PROCESS  
The importance of other people (family, advocates, health and support workers) in the lives 
of people with ID, across a range of activities, decision points and transitions was the most 
dominant life course theme to emerge from the systematic review of HSU frameworks 
specific to people with ID. The general HSU frameworks refer to broad social supports, social 
networks and family factors but the ID specific papers identify the specific role of carers, 
advocates and specific family members (mothers). Relationships and interdependencies has 
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been alluded to within the discussion of the previous three themes, and highlights the 
complexity and intersectionality of the life course for people with ID. 
Overwhelmingly in 82.5% of IDS-TILDA moves the service was involved in the decision, and 
the service accounted for over a third of single-stakeholder decisions. As Frawley and Naylor 
(2014) noted decisions regarding moving tended to be administrative driven rather than 
based on personal preference of the individual(147). Community based moves tended to be 
a result of service policy (28.1%) and transition process (28.1%), while 20.8% of lateral moves 
were to accommodate the service and probable changing health needs of house mates ageing 
with ID. It is evident that a close link exists between the themes of human agency, choice, 
relationships and interdependencies and moving. 
 
The extent of involvement of the individual in decision to move and how much personal 
choice is considered in this process may be explained by a number of factors. One potential 
explanation is a value judgement made by staff, family, other support people involved in the 
life of the person with ID regarding the ability of the individual to know and express their 
wants and desires, as well as the persistence of the ‘policy of protection’ in many ID 
services(147). The data implies that people involved in the decision to move were more ‘able’ 
participants in terms of understanding (numeracy, literacy) and cognitive ability. Thus it may 
be that the participants involved in the decision process were those deemed by staff or the 
service to be the easiest to involve. The importance of different communication styles and 
techniques to support the individual with ID to transition successfully has been highlighted 
(129). The nature of involvement was not captured in IDS-TILDA wave 2 and is worthy of 
future investigation.  
 
Another explanation for not including the individual in the decision to move could be that the 
individual was not the focus of the move but a ‘casualty’ of the move so to speak. The need 
to address national policy directives or other resident needs may have taken precedence over 





The findings indicate high prevalence of person-centred planning and keyworker access for 
people with ID regardless of whether they report involvement in the decision to move or not. 
The fact that a person may have a person-centred plan and not be involved in such a big life 
decision (91.3% of those not involved in the decision reporting having a PCP) raises concerns 
about the content and quality of person centred plans. This level of data was not available for 
the current study but implies that future research should examine the quality of the plan 
rather than existence of the plan alone. 
 
There was a significant difference in access to formalised supports (keyworker and PCP) which 
was higher for lateral compared with non-movers. The role of these formalised supports in 
the occurrence of these lateral moves requires further exploration – did they serve to 
facilitate these moves taking place or where the supports absent in preventing such lateral 
moves from occurring, particularly in cases where the individual with ID was not involved in 
the decision and/or did not want to move?  
 
Access to an independent advocate was reported by a greater percentage of people living 
independently/with family in IDS-TILDA and this may be explained by the role that family 
members play in advocating for their family member with ID. However, this figure 
decreased by half by wave 2. The researcher queries if this equates to an actual reduction in 
access to independent advocacy or attributable to data collector interpretation of definition 
of independent. This is being addressed in new, clearer definitions for wave 3. 
In contrast, there was an increase in the percentage of people in residential and community 
group homes reporting access to an advocacy service if they needed one. In 2011, the 
National Advocacy Service (NAS) for people with disabilities was launched by the Irish 
Government(361) and may contribute to increased awareness by individuals, family and 
staff of availability of advocacy services.  
 
11.2.4 HUMAN AGENCY ACROSS OTHER LIFE AREAS   
The content analysis of national health policy - The Healthy Ireland Strategy(47) and Positive 
Ageing Strategy(48) – incorporates ‘autonomy’ as a core concept, but Healthy Ireland makes 
253 
 
no reference to people with ID. Thus, how ‘autonomy’ will manifest in the lives of people with 
ID in practice is unclear. In contrast, national housing policy explicitly states the role of 
individual choice and preference as underlying values for moving to community settings.  
 
Conceptually the literature points to two broad types of decisions, day-to-day or mundane 
decisions and bigger or major life decisions for people with ID (121, 131, 362) and this was 
confirmed in the current study through the findings of the factor analysis of the daily choice 
inventory with two broad levels of choice identified and explored for people with ID in 
different living arrangements and for people with ID who had changed where they lived by 
wave 2.  
 
Harris advocates for prioritising supporting people to make important over ‘trivial’ choices. 
The author does qualify this by stating that, “there is little or no research to indicate what 
makes some choices more important than others”(363). Nevertheless, through the daily 
choice inventory scale there appears to be an ability to measure both.  
11.2.5 HUMAN AGENCY ACROSS DIFFERENT LIVING SETTINGS 
Wave 1 data showed higher prevalence of self-choice experienced by people living at home 
or independently. Self-choice continued to be reported by a higher percentage of people in 
independent/family settings at wave 2 evidenced by a higher mean score for people living 
with family or independently at both time points (x ̅=7.4, SD 4.2 and x ̅=8.2, SD 3.9), with an 
increase in the mean by wave 2. Mean differences at wave 1 and wave 2 were significant at 
p<=0.05 level. Self-choice was less evident in residential settings. This supports previous 
research on choice and self-determination which found higher self-determination in more 
independent settings with the lowest levels in institutions (130, 364). There is some indication 
in the data that by wave two changes in choice were occurring with a slight decrease in the 
mean self-choice score for people in community group homes and a shift from the dominance 
of someone else making decisions without the individual being involved towards more 
support choice making for people in residential settings. This will need to be tracked over 




A key finding is that restrictions on choice are not limited to residential settings, as not 
everyone living in independent or community group home settings reported self or supported 
choice while some people in residential settings were exercising self-choice. These differences 
were identified across all levels of ID and age groups.  
 
The structure of residential living may go some way to explain the lower levels of self and 
supported choice in these settings. This has been highlighted previously (130). It cannot be 
assumed that structure and culture of residential living does not transcend to community 
group homes, while a strong family influence can  result in people with ID living with family 
being limited in the extent of control and autonomy experienced(127). Thus, cultural and 
interdependency factors may explain the absence of self-choice for some participants in the 
more independent and community settings. Beadle-Brown et al (2015) found that poor 
outcomes can still occur in small community group homes and highlighted the positive role 
of active support in improving outcomes and increasing choice and control in the lives of 
people with ID(352, 365). Future research could explore if and how a system of active support 
is being implemented across a range of settings in Ireland. In addition, the potential for active 
support to facilitate future transitions in living arrangement by people with ID and in 
particular in sustaining new living arrangements should be explored.  
 
This exclusion of people with ID from every day decisions has implications for the nature of 
involvement in bigger decisions across the life course and may impede future independence. 
If an individual is restricted in deciding “what to eat” and “what to wear”, making the choice 
around where to live may be challenging particularly in the absence of support and 
appropriate skill development. Lawrence and Brook (2015) found this absence in choice 
experience throughout life resulted in difficulties when initiating discussions on transitioning 
to a new living arrangement(129).  
 
This is not to suggest that one type of decision is more important than another, but rather an 
acknowledgement that choosing and decision-making are skills that are developed over time 
and usually start with less complex issues. This is generally accepted for the general 
population with the complexity of choice and decision-making increasing over the life course 
and in line with maturation (122). Excluding people with ID from the opportunity to develop 
255 
 
these skills with smaller, less complex life issues subsequently leads to restriction of real 
involvement in major life decisions.  
 
11.3 HEALTH SERVICE UTILISATION   
The final aspect of the research question was to explore the relationship between choice, 
moving and health service utilisation, given that the national housing policy aims to move all 
people with ID to community living. As a consequence, there are likely implications for how, 
where and when people with ID , access and use health services, both in the context  of 
changing health needs over the life course as well as changing health service context as 
people transition to different living arrangements. This refers to the life course domain of 
‘Temporality’.  
 
The role of place in accessing health services was illustrated in the meta-synthesis of health 
service utilisation (HSU) frameworks. Manifestation of place in understanding use of services 
have ranged from broad urban/rural distinctions, more specific housing and living conditions 
and neighbourhood issues such as transportation. Living and housing conditions as alluded to 
in the HSU frameworks reviewed could potentially include type of setting for people with ID. 
Wilkinson et al 2011 was the only model to specifically address location at the ‘setting’ 
level(207).  
 
Literature to date suggests that mainstream health services do not always meet the needs of 
people with ID (224) and that differences exist in having health needs met depending on type 
of living arrangement, with people living in community less likely to have needs met 
compared with people in residential settings(184). Higher use of health services by people in 
residential settings has also been reported (1) and supported by the findings of the current 
study with higher use for most, but not all services, by people in residential settings. One 
possible explanation for this may be the access to specialised ID health professionals, such as 
specialist ID registered nurses, within residential settings which are not available to people 
living in the community. The expert roles have the potential to add huge value to the delivery 
of primary health care and to improve health access and outcomes for people with ID in the 
community. Future health service planning would benefit from considering the position of 
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specialist ID nurses especially within the primary health care teams in the community. A 
reconfiguration of primary health care in this way could have major implications for the 
sustainability of community living for people across the range of levels of ID as well as for the 
achievement of improved outcomes in choice, health and health service utilisation.  
The services identified with lower prevalent use for the group living in residential settings 
were public health nurse, home help, and respite. It is likely that such services are implicit 
within the service model of residential homes and community group homes where nursing 
and other support services are available on a 24/7 basis but which are services that must be 
accessed independent to ‘home’ for people living independently/with family. In addition, it is 
difficult to know if higher use in residential settings for other services is linked to services 
being available on-site (235). Future research could seek to disaggregate the setting versus 
service use relationship in more depth to track the impact of setting on services for people 
who move to the community but who have similar health and ability profiles as people who 
do not make that move.  
 
Frequency of health visits differed by settings. There were lower mean visits to outpatients 
and higher mean number of GP visits for people in community group homes and living 
independently/with family.  Referral to secondary care by GPs for people with ID living in the 
community has been noted in the literature (225). A key finding of the present study was the 
increase in hospital admissions for people living independently/with family from an average 
of 5.4 to an average of 8.6 by Wave 2 and were higher on average than for people in staffed 
residences. This could be explained by the availability of staff in these settings, who have the 
skills and resources to prevent (or limit the number of) hospitalisations, which may not be 
available to people living in the community.  This has a number of health policy implications 
as the numbers of people with ID moving to the community increases.  Further pressure will 
be placed on an already struggling acute setting and people with ID are likely to fare poorly in 
this crisis setting.  
 
Literature evidence on the hospital experiences of people with ID, highlights an over-reliance 
on carers to support and provide care to the individual with ID while in hospital (267, 268). 
This reliance on service provider staff and family members to bridge this gap in hospital 
settings is likely to continue. In addition, the place of people with ID within primary care and 
257 
 
the extent to which their needs are recognised and addressed should be a policy priority to 
ensure needs are met at the community level and to prevent unnecessary hospitalisations. 
This issue further strengthens the importance of linking health and housing policies and 
ensuring complementarity.   
 
Access to health screening occurred at a lower rate for people living independently/with 
family and was highest among people in residential settings in IDS-TILDA and this supports 
previous work (240). At wave 2, mammography was the only health screening that was 
reported by a higher proportion of people in community group home. However, overall IDS-
TILDA participants had higher rate of health screening when compared with the general older 
population (TILDA).  
 
The finding of lower access to preventative health services and evidence from the literature 
of lower referral rates to secondary care by primary care for people with ID, may explain to 
some extent the higher hospitalisation rate reported by people living independently/with 
family. Though there was a high rate of GP utilisation for this group, there may be barriers in 
place preventing successful health checks – diagnostic overshadowing, lack of GP 
knowledge/experience of people with ID; reliance on carer/support worker to identify need 
and communicate these needs in GP setting (82, 246, 247). Rapport and communication with 
the health professional were identified in the framework review as important factors in HSU. 
Logistic regression based on variables from the review of frameworks, identified that people 
with ID who had difficulty with communication were less likely to receive mammography 
screening.  Future research could explore how people with severe/profound ID and 
communication difficulties access health screening, and the opportunity to demonstrate 
choice in these scenarios. The role of ‘third party’ such as family, carers, support workers, as 
highlighted in the systematic review of HSU models requires further attention in future data 
collection also. The barriers identified and need for support to access required care have 
implications for the targeting, communication style and implementation of health promotion 
strategies. The potential implication for an individual’s choice in health care when a third 
party is involved in providing support to access care, also requires further investigation. 
Future research should ask to what extent people with ID assert autonomy and control over 
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all aspects of their health care and related decisions if reliant on family, carers and support 
workers to engage with health services.  
 
Lower reported access to advocacy service and formalised PCP for people living 
independently/with family may be another factor in lower utilisation and access due to the 
reliance of many people with ID on a third party to their recognise needs. Relationships and 
supports were highlighted in the systematic review in terms of social support, family 
support as well as the role of carers and advocates. The data analysis indicates that access 
to advocacy (and being older) were strong predictors of having had a blood test for prostate 
cancer. Having a personal plan was one of a number of predictors for having had a 
cholesterol check.  
The experience of people with ID was compared with the general older population without 
ID in relation to accessing health screening. Health screening was accessed by a higher 
proportion of people with ID compared with the general older population, whether residing 
or not in residential settings. This result may be linked to how health services are financed at 
the individual level in Ireland and is in contradiction to previous evidence that people with ID 
have been found to be less likely to access health screening compared with the general 
population (203, 207).  
 
Access to services is managed differently for both populations, with all people with an ID 
entitled to a State funded medical card which results in free health services. The same is not 
true for the general older population. At present, all older people aged 70 and over are 
entitled to free GP care (as of July 2015) but previous to this eligibility to medical or GP card 
was determined based on an individual (or married couple’s) financial means. In the absence 
of this, the general older population are more likely to have greater access to private health 
insurance. The data confirmed this with, general older population sample reporting a lower 
rate of medical cover (i.e. State provided health cover) but greater access to private medical 
insurance than older people with ID.    
 
Having an ID (being an IDS-TILDA participant), increased the likelihood of having had a flu 
injection and having had a cholesterol check while having State medical cover was linked to 
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greater likelihood of accessing mammography. Murphy et al (2014) highlight the likelihood of 
GP consultation fees being a barrier to the uptake of flu vaccine in the general older 
population(366). With State financing offering a possible explanation for the differences in 
access to health services and screening for people with and without ID, it is important that 
any future changes to the structure of health care financing, as is proposed within the White 
Paper on Universal Health Insurance acknowledges the potential implications on health 
access for people with ID.  
 
One exception to people with ID reporting higher prevalence in health screening was the 
finding that prostate cancer screening (blood test or prostate exam) was higher among the 
general older population. Having medical insurance resulted in an individual being 2.4 times 
(CI 1.2-4.2; p=0.003) more likely to have had blood test for prostate cancer (adjusting for age 
and group membership). Group membership was not a predictor in itself for the prostate 
blood test. It is unclear as to why this health check is lower for the population with ID and 
would benefit from future research in this area. There are implications from a health 
promotion perspective, as the data would indicate a need for focused intervention for older 
males with ID to promote recognition of need for and access to prostate cancer screening.  
11.3.1 HEALTH SERVICE SETTING 
The impact of de-institutionalisation on demand for community based services has been 
flagged in the research literature. As noted above, Andersen’s HSU model recognised that 
people can access services from different ‘sites’ and that this impacts on use of services. To 
some extent the assumption that permeates the literature is that following a move to the 
community the individual with ID will access health services in the community or go unserved. 
To date there has been no specific research on whether people with ID change where they 
access services post move or if there is a role for the service provider in health care provision 
post move. IDS-TILDA wave 2 data provides some preliminary insights into this. 
 
Two service settings were explored in IDS-TILDA – mainstream/community based health 
settings and service provider setting. Although, community based movers reported the 
highest use of general health services in community settings, the findings show that a high 
percentage continued to access specialist health services through service providers. The data 
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does not provide the reasons for this; but does indicate that even following a more 
community based move, some of these movers continued to access services from a service 
provider as opposed to mainstream services. Housing policy in Ireland calls for separation of 
housing and health service provision and for community health services to meet the needs of 
PwID.  
 
One possible explanation for the continued access of services through the ID service provider 
may be the lack of community readiness to address the needs of people with ID and as 
previously mentioned the absence of specialist ID nurses and community health care 
professionals with experience and knowledge of the needs of people with ID. It is not possible 
to confirm this definitively from the quantitative data but analysis of Irish health policy would 
lend support for this explanation. In addition, there may also be a fear on the part of the 
individual and their family to move away from the service provider who provides a sense of 
comfort and safety in dealing with a more familiar setting. There could also be a fear that 
relinquishing services from the service provider now may be prohibitive to accessing services 
from the provider in the future, albeit when needs change such needs are not likely to be 
addressed in the current configuration of community health care.  
 
People with ID are mentioned in the Primary Care Strategy (54) but the reconfigurationof 
primary care as recommended in this policy has not been implemented fully and the proposed 
specialised disability teams are not in place in all locations. In more recent health policy, the 
Healthy Ireland Strategy, people with ID are absent. This policy focuses exclusively on the 
health needs, trends and experiences of the general population. The exclusion from policy 
may result in the health needs of people with ID as they age and as they transition to new 
living arrangements to go unmet. This will further exacerbate health inequalities experienced 
by this population, ensure a continued reliance on ID service providers for health services and 
potentially perpetuate the home/service duality already experienced by many people with ID 
and discourage a move away from staffed residences.  The finding of continued use of ID 
service provider services suggests further investigation of the readiness of both policy and 
general health services to meet the needs of people with ID. The congregated settings 
transition plan guidelines recommend the development of a pathway to health for people 
with ID moving to community. It would also be useful in future research to assess if transition 
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plan recommendations for health care are encompassed within and alongside the PCP 
process.  
 
11.3.2 INTERDEPENDENCIES IN HEALTH SERVICE UTILISATION 
As noted earlier in the discussion the extent of autonomy and choice experienced by people 
with ID is very much determined by the structure and culture of where people live, with carers 
and family playing a role also. Greater choice and control are linked with better health 
outcomes (125, 129). Themes of choice, agency and decision points were illustrated in the 
HSU frameworks with three of the specific frameworks for people with ID acknowledging the 
relevance of choice in HSU (26, 82, 139).  
 
Choices and decisions regarding health behaviour, health access and information are not 
included within the daily choice inventory. Yet the literature review illustrates the dominant 
role of family and other support workers in the health and HSU of people with ID.  In addition, 
the review of HSU frameworks identified the role of carer and the influence of carer 
characteristics on use (261) as well the role of third parties in identifying and supporting 
individual with ID to access services(82). Future development of choice scales must address 
this absence. Future research could explore extending the current choice scale to include 
specific health related choices and record if these choices are made by the individual, with 
support or by proxy. Alternatively, involvement in health-related decisions could be explored 
qualitatively to examine in detail the process of identifying need, engaging support through 
to provider contact and appointment, as well as comparatively exploring health care decisions 
made by the individual with ID and his/her carer. In particular, exploring the intersection of 
support and individual choice in health care decisions would be useful. How this issue is 
addressed will be informed by the depth of information required to understand choice and 
the role of third parties in health care and requires further consideration.  
 
Interdependency and need for support is acknowledged in health policy to a limited extent.  
The Primary Care Strategy (54) recognises the potential need that some people may have for 
additional support such as a keyworker in accessing and navigating the health system. As 
noted previously, implementation of these primary care teams has been uneven around the 
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country. As such the same primary care structures and supports are not available to all people, 
further highlighting the importance of place and the geography of health. As primary care 
teams become more prevalent it will be important to examine their success in addressing 
these concerns.  
 
11.4 HOME, CHOICE AND HEALTH SERVICE UTILISATION 
One of the principle values of the UNCRPD is “Respect for inherent dignity, individual 
autonomy including the freedom to make one's own choices, and independence of 
persons”(33).  A particular challenge for people with ID is the intersection between where 
one lives and service provision and the opportunity to demonstrate agency over one’s life. 
The contention for service providers exists between exercising a ‘duty of care’ for people they 
provide services to and respecting the individual’s human rights and autonomy (147). This 
duality of home and health service and the impact on choice has received limited attention in 
the research literature on transitions to new living arrangements. 
 
Based on the literature, an improvement in health, QoL and other outcomes would be 
expected following a move (188). However, this would depend on where the individual moved 
to (180), that is, the type of move made, with improvements not an inevitable consequence 
of moving (183, 188). Some evidence also suggests that change can be modest occurring soon 
after the move has taken place (184).  Thus, improved outcomes in QoL, choice and HSU are 
not an inevitable consequence of moving to a new living arrangement and need to be 
managed and planned.  
 
For people who made the more community based moves there was a decreased use of 
services, decreased reported health screening, and continued access of services through ID 
service providers for some services. The silence of this population in many health policies 
suggests that health needs of people with ID are not on the policy agenda and that though in 
principle community readiness is recommended in practice there is little to suggest that 
community health services are ready for people with ID who transition to community. This 
has implications for how and where people with ID can move. Supports must be in place to 
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facilitate and maintain people in place once they move. A life event happens at one time 
point but a transition is an on-going process.  
 
In addition to the type of move made, another factor impacting on the achievement of better 
outcomes following move, is the type and level of support available to people with ID. 
Previous research highlights the positive role of active support for people across all levels of 
ID (367) and the link between quality of support and improvements in quality of life (365).  
 
In examining health and participation post move for the overall movers group, there was a 
change in self-reported health, with a higher proportion of movers reporting their health as 
poor/fair (20.0%) at wave 2 compared with wave 1 (16.1%). As two waves of data are 
available, it is not possible to state if poor health was a predictor of the move or a result of 
the move. Self-rated health at wave 2 was higher for people in community group homes 
(87.6%), followed by people living independently/with family (80.6%) with people in 
residential setting reporting lowest self-rated health (62.6%).   
 
As noted previously, emotional or psychiatric conditions were the most prevalent conditions 
experienced by movers, followed by chronic constipation, high cholesterol and epilepsy. The 
percentage of movers reporting emotional/psychiatric, chronic constipation, Alzheimer’s and 
dementia were notably higher than total sample percentage reporting the same. Martin and 
Ashworth (2010) found a higher prevalence of depression, schizophrenia and other emotional 
conditions in early movers(115). The data available to date cannot show if the conditions with 
higher prevalence were the impetus for the moves being made or increased as a result of the 
move taking place. However, it would be of real value to explore this through future data 
collection waves and tracking of health conditions (incidence and prevalence) through 
longitudinal data analysis.  
 
Chronic constipation is prevalent among the ID population and is strongly associated with 
multiple medications and sedentary lifestyle factors(368).  Another health-related finding is 
the increase in polypharmacy (5 or more medications) which was greatest for lateral and more 
restrictive movers. There was also an increase for individuals who made more community 
based moves but to a lesser extent. Here there is a need for research on the extent to which 
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this is attributable to greater health concerns or a change in health practices associated with 
the move itself. Future research on movers would benefit from further analysis of this area, 
in terms of triggers in increasing medication as well as understanding outcomes following 
moves.  
 
Housing policy for people with ID which focuses on moves to community and best practice in 
dementia care for the general population recommends that the individual remains in their 
own home for as long as possible (369). However, there is no national dementia strategy for 
people with ID and no policy as to how community and community living settings should 
prepare for the changing health needs of people with ID as they age. If this planning does not 
take place it is likely that the re-institutionalisation of people with ID will continue.  Given the 
high prevalence of Alzheimers and Dementia among people the ID, and in particular the 
Downs Syndrome population (370, 371), the care and support needs of this population with 
onset of these conditions  needs to be addressed at a policy and practice level.  It also needs 
consideration in the configuration of community living to cater for these changing needs.  
 
Higher demand for community or mainstream health services has been identified as a 
consequence of de-institutionalisation by a number of authors (184, 187, 196, 233). IDS-TILDA 
demonstrates changes in service use and health screening for all mover types but not in the 
same direction or for the same services.  
 
One possible explanation for differences in the use of services may be related to where 
people moved to and the drivers for the move, as opposed to the fact that a move happened 
and this also needs further investigation.  
 
Similarly, with health checks and screening, research evidence to date shows poorer access 
to such services for people living in community compared with residential settings. This is 
further supported by the movers data, as although there was an increase in checks for blood 
glucose levels and this is evident for lateral and restrictive movers, there was a decrease in 





Although the literature proposes that an increase in use in community health services is 
expected due to moves to community, the quantitative findings showed that for some 
services community based movers reported lower use by wave 2. The IDS-TILDA data does 
provide data on whether reduced access in the community is a personal choice, better 
health/less need or the result of access difficulties in the community. Thus, further data 
collection waves and analysis of same is required for the future. What is clear is that it is not 
sufficient to report on impact of HSU in its totality or changes for movers as an overall group. 
Greater insight is gained from disaggregating data by type of service and type of health check 
as well as by type of move made.  
 
Ageing in place is generally accepted as the ideal strategy for the general older population in 
terms of health benefits and social connectedness (Positive Ageing Strategy, 2013). Ageing in 
place is not mooted in the housing policy for people with ID. The possibility that some people 
with ID may have a preference to remain in their current setting or to move to an alternative 
setting other than dispersed housing (such as clustered or village model) is not recognised. 
Ageing in place is a more complex issue for people with ID, and although the current residence 
may not be an appropriate place in which to age, removing this option needs to be considered 
in the context of the right to human agency and in consultation with people with ID. 
 
11.5 STUDY LIMITATIONS 
As the sampling frame for IDS-TILDA is the NIDD, which is a specific service planning 
administrative dataset, and to register on this system an individual must be in receipt of or 
assessed as in need of specialist services, it is not surprising that unmet need is so low.  People 
with ID who are not linked in with service providers (perhaps as ID is borderline or mild) are 
more likely to have unmet health service need. However, as people move into community 
based living, it would be useful to track if level of unmet need increases and if so, for what 
services. 
 
The nature of question structure meant it was not possible to differentiate between clustered 
and dispersed housing in the community. Mansell and Beadle-Brown (2009) reported the 
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preference for dispersed housing based on systematic review of studies examining both(191). 
This distinction is to be incorporated in questions for Wave 3. 
 
The question on who is involved in the decision to move does not provide indication of the 
nature or extent of involvement. Wide variations may exist for the 30% of movers who 
reported involvement in terms of how this involvement materialised in practice and the 
extent of control and influence demonstrated by people with ID in the transition process.  
Although it is possible to report if a change in service use has occurred post move; it is not 
possible to claim if these changes are a result of the move made or if non-use of services is 
due to choice and difficulty accessing services in new location.  
 
The absence of a measure of challenging behaviour in the IDS-TILDA dataset meant that it was 
not possible to explore the potential impact of challenging behaviour as a trigger for a move 
to more restrictive settings, as has been evidenced in other jurisdictions. Wave 3 of IDS-TILDA 
will include such a measure and therefore future research will be able to examine the impact 
of challenging behaviour on moves and vice versa. This could also extend to consider the role 
of choice in where to live and who to live with when challenging behaviour is present.  
 
IDS-TILDA interviews included self, supported and full proxy interviews, although some 
measures were self-report only, for example, the test for severe impairment (TSI). There has 
been some critique of including proxy reports in the measurement of subjective experiences 
of people with ID (372, 373). The value of inclusivity and ensuring representativeness of 
people with severe/profound ID underpinning the IDS-TILDA study meant that proxy 
interviews were included. The nature of interviewer engagement and potential for creative 
approaches to collecting subjective appraisals directly from people with severe/profound ID 
or people with communication difficulties may be explored in future waves of data collection.  
 
11.6 RECOMMENDATIONS FOR FUTURE RESEARCH  
Throughout the above discussion the potential role of further research to extend the 
understanding of choice, decision making and health service utilisation for people in 
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transition and aging with ID was highlighted.  These examples of research are consolidated 
into a number of categories below for ease of reference. 
11.6.1 LONGITUDINAL ANALYSIS  
Ireland is in the early stages of de-institutionalisation. The current study provided insight into 
the moving process. Further data collection waves, will enable continued tracking of moves, 
the type of moves, the individual’s role as well as outcomes of moving. It will be possible to 
compare early movers with later movers to identify any changes in experience, particularly in 
light of improved national economic circumstances juxtaposed with a growing homelessness 
crisis. The longitudinal nature of IDS-TILDA will also provide the opportunity to examine the 
extent of community sustainability for movers and if people make multiple moves and the 
drivers for this. Where and how people with ID access health services following a move will 
be important focus of future research and will help to inform future health and housing 
policies. In addition, future research may explore the changes in medication use to ascertain 
if these changes are a result of change in health need or change in health practice in the new 
living arrangement.  
 
Tracking the numbers of people sharing as well as how staff can facilitate success in new living 
arrangements will be important.   
 
Two additional aspects of the IDS-TILDA project, the Carer’s study (carers of family members 
with ID who live at home) and the End of Life study (carers or support workers reporting on 
end of life care for person with ID), will shed further light on the transition and choice 
experiences of people with ID during key life events and extend our knowledge of the life 
course of people with ID. 
 
11.6.2 COMMUNITY LIVING AND ACTIVE SUPPORT  
 
In exploring the sustainability of living settings it will be important to identify the trigger 
points for change for people with ID over time. For example, it would be interesting to 
examine the impact of challenging behaviour on relocation decisions made as well as the 
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impact of moving on challenging behaviour. This will be feasible through the inclusion of a 
measure of challenging behaviour in Wave 3 of IDS-TILDA data collection.  
An in-depth exploration of the type and nature of supports in place to plan, prepare and 
engage in transition as well as to maintain the new living arrangement will be an important 
future study. As national policy continues to be implemented and more people with ID move 
to the community, information and knowledge is needed on, what supports are in place to 
enable community living; on whether people with ID become valued members of the 
community, and; on what future supports and resourcing are required for these moves. In 
particular, future research could explore if and how a system of active support is being 
implemented across a range of settings in Ireland. In addition, the potential for active support 
to facilitate future transitions in living arrangements by people with ID and in particular in 
sustaining new living arrangements should be explored.  
 
An assessment of planning tools, such as person-centred plans and transition plans should be 
undertaken to ascertain the quality and impact of such tools rather than the presence or 
existence of them only.  
11.6.3 CHOICE AND CAPACITY 
Further developmental work on choice scales is required to address health choices, health 
service access and the role of third party support so often required by people with ID to access 
appropriate health services and health checks. This will become increasingly important as 
people with ID transition to the community, to inform the understanding of true community 
presence and the potential for improving quality of life and well-being through community 
living. 
 
Some potential avenues for exploration in the future would be extending the current choice 
scale to include specific health related choices and record if these choices are made by the 
individual, with support or by proxy. Alternatively, involvement in health-related decisions 
could be explored qualitatively to examine in detail the process of identifying need, engaging 
support through to provider contact and appointment, as well as comparatively exploring 
health care decisions made by the individual with ID and his/her carer. In particular, exploring 
the intersection of support and individual choice in health care decisions would be useful. 
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How this issue is addressed will be informed by the depth of information required to 
understand choice and the role of third parties in health care and requires further 
consideration. 
 
Future research could also seek to explore the potential linkage between opportunities for 
every day and major life decisions for people with ID, in more depth to enhance the 
understanding of the potential for staged learning of choice making skills and the possible 
transitions that can be made between one type of choice making and another.  
 
With the upcoming enactment of the Assisted Decision Capacity Bill future research should 
seek to explore the impact of this new legislative instrument in the lives of people with ID 
with particular attention given to range of life choices, home ownership and health care 
decision making.  
11.6.4 QUALITATIVE RESEARCH 
A qualitative exploration of the moving process for people with ID would enable deeper 
understanding of the extent and quality of involvement in the moving and decision process, 
the link between transition planning and person centred planning in addition to the nature 
and meaning of home for people with ID both before and after they move. What home means 
to people with ID and how people with ID envisage where and how they live should be central 
to future policy development.  
11.6.5 HEALTH SYSTEM 
At a health system level, it would be beneficial to examine the current primary care network 
system by geographical location, number of teams in place, the health professionals 
comprising these teams as well as evaluating the extent of ‘preparedness’ there is among 
community health professionals in responding to the health needs of people with ID. How the 
primary health care system is configured has implications for people with ID currently living 
in the community, people with ID who move to the community and how and where they 
receive care. It has implications for whether needs go unmet, whether ID service providers 
continue to meet these health needs or whether people with ID living in the present at higher 




The role of the specialist ID registered nurse and the potential space within primary care 
teams for these specialists needs particular focus in the future. Future research could explore 
perceptions and willingness of these specialist nurses to work within a community rather than 
residential setting as well as a system analysis of its feasibility and how and where such roles 
would fit within the primary care teams.  
 
Future research could seek to disaggregate the setting versus service use relationship in more 
depth to track the impact of setting on services for people who move to the community but 
who have similar health and ability profiles as people who do not make that move. 
 
The final chapter of this thesis, Chapter 12, presents study contributions to date and 





CHAPTER 12 CONCLUSION: STUDY CONTRIBUTION AND 
RESEARCHER REFLECTIONS 
 
12.1 STUDY CONTRIBUTION AND POTENTIAL IMPACT 
Kuruvilla et al’s (2006) research impact framework proposes four levels of access to consider 
in evaluating research – research, policy, service and societal impact(374). Studies may aim 
to inform or influence at one, some or all of these levels. This study has contributed mainly at 
two levels; research and policy. These are described in more detail below with summary of 
papers and presentations delivered by the researcher outlined in Appendix E1. 
However though it is a challenge to identify the service and societal level impacts of an 
individual study.  At a service level the insights into types of moves, decision making and 
implications for health care utilisation will hopefully inform the implementation of the de-
institutionalisation policy. Additionally, the greatest potential for influence at societal level 
will be through engagement at policy and service level. The research highlights that choice as 
a human right which people with intellectual disability should not be deprived of. The right to 
choose where and who to live with has been raised in this work. Ensuring the right to choice 
and autonomy over one’s life has the potential for improvements in health status, health 
service access and utilisation as well as improvements in health equity.   
12.1.1 RESEARCH LEVEL IMPACTS 
The findings of this study inform research in a number of ways. Firstly, the systematic review 
highlights the relevance of the life course perspective to the study of health services 
utilisation with the meta-synthesis illustrating that although the Andersen model of health 
care utilisation is predominantly used in this area, the concepts of human agency (choice), 
location (place, transition), and relationships and interdependencies (support), issues of 
relevance to access for people with an intellectual disability, have been addressed to varying 
degrees in additional frameworks and literature. Such concepts should be considered 
alongside the Andersen model for a more holistic understanding of healthcare utilisation. This 
builds on previous work on the predictors of and barriers to health services utilisation for 
people with an intellectual disability and provides suggested indicators for inclusion in future 




Secondly, the factor analysis of the daily choice inventory supports current conceptualisations 
of choice as existing on two broad levels for people with an intellectual disability – every day 
and key life decisions. This study identifies which life domains can be classified as every day 
and key life decisions. Drawing on two waves of data for this analysis the stability of the choice 
structure as two levels, over time and for a large sample of people ageing with an intellectual 
disability was highlighted.  
 
Thirdly, the quantitative analysis adds to the on-going examination of the implementation of 
the policy of de-institutionalisation. The analysis moves beyond de-institutionalisation and 
illustrates that various types of moves are being made with different motivations for change 
leading to different types of changes in living arrangements.   The involvement of the 
individual in these moves varies. Research is likely to continue (within IDS-TILDA) to track the 
impact of de-institutionalisation on outcomes experienced by people with ID as well as 
identifying factors that support sustainability in moves. Based on the current study, future 
work should be cognisant of other moves being made, the drivers for these moves and the 
consequences for the health, well-being and happiness of people with ID while examining and 
advocating for the inclusion of the individual and their preferences and desires. 
12.1.2 POLICY LEVEL IMPACTS 
The Equiframe analysis illustrated that specific housing policies exist for people with an 
intellectual disability but that the needs and voices of this group are underrepresented in 
health policies.  This analysis also indicates how Equiframe could be used to explore the 
representation or not of the same or similar groups in other policies. An important part of the 
research process is to make the link from research to policy. This can take many forms. 
Theobald et al (2011) propose that there has been a “…paradigm shift away from traditional 
dissemination at the end of research projects to fostering ongoing long-term engagement 
with different stakeholders throughout the research cycle”(375).Thus, researchers should aim 
to inform and influence policy on an on-going basis, in a timely and responsive manner to 




The researcher has committed to engaging with policy stakeholders throughout the research 
process. Not only to inform them of the data available for policy tracking but also as a means 
to make people with an intellectual disability more visible to policy stakeholders. Policy 
engagement activities undertaken by the researcher to are presented in table 12.1.  
The researcher will continue to engage with policy stakeholders through presentations and 
policy briefs on the final results as well as plans for future work and policy tracking. 
Dissemination will take account of the findings across all aspects of the project – quantitative, 
policy and systematic review. A paper on the policy analysis has been prepared and is ready 








 Draft report submitted to DoH which consisted of mapping of IDS-TILDA dataset to health and disability policy. This 
highlighted current data available on people with ID relevant to health and disability policy and the potential for DoH to 
use IDS-TILDA to track implementation and potentially highlight gaps in policy relevant to PwID.  There was a particular 
focus requested by the DoH on how IDS-TILDA can assist in tracking implementation of the Healthy Ireland strategy and 
the recommendations made within the Value for Money of Disability Services and Policy.  
 Presentation on movers, choice and transition data to disability stakeholder group convened by the DoH and consisting 




 Briefing with Healthy Ireland Strategy working group on key findings across range of IDS-TILDA data including specific 
presentation on movers and transitions and potential data mining possibilities  
National Disability 
Authority 
 Presentation of key findings on health, community participation, process and profile of movers. Specific request to 
explore who moved, how and why and the numbers moving in relation to the numbers expected to move as alluded to 
within the Congregated Settings Report. 
National Housing 
Strategy for People 
with Disabilities 
 Meeting of National Housing Subgroup which consisted of presentation of key findings on community participation and 
process and profile of moving  
 Discussion and request for input from housing subgroup on data required in future waves of data collection. Further 




 Request from CSO to liaise with Human Rights Consultant working on behalf of the Turkish Social Ministry. Purpose to 
update on status of disability statistics in Ireland, links between data collection processes and experience of National 
Disability Survey. This took place via conference call and emails. 
 Preliminary discussions on facilitating a learning visit by the Turkish Social Ministry to Ireland took place but visit did not 
materialise due to restrictions within the Ministry. Have asked for further engagement during next phase of their project 
TILDA project 
 
 Currently participating in Delphi consultation process run by TILDA and which aims to develop a set of national indicators 
to track health and positive ageing in Ireland. The specific health experience and needs of people with ID as they age is 
being raised through participation.  
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12.2 RESEARCHER REFLECTIONS 
Before finalising the research focus for this study, the researcher met with a number of 
stakeholders in the disability sector to explore and refine the research question and to frame 
the question within a policy and health service relevant context. Some exploratory interviews 
with people who worked in policy, practice and academia in the disability and ageing sectors 
were conducted– Health Service Executive (Integrated Services Directorate; Children’s 
Services Re-configuration project); Disability Federation of Ireland, National Disability 
Authority, Trinity College Dublin  (School of Health Policy and Management; School of Nursing 
and Midwifery; School of Social Work and Social Policy and specifically ‘Moving Ahead’ 
project), RCSI (Department of Psychology); Irish Centre for Social Gerontology. These 
meetings highlighted current priorities of policy as well as an opportunity to explore research 
gaps and potential research questions. The interviews were insightful and informative and 
helped to shape the present research question and proposal development.  It also ensured 
that the research focus was linked with current policy and practice priorities. By raising 
awareness of potential research direction, future dialogue and engagement was facilitated 
and followed.  
 
The researcher has both personal and professional experience of working with people with 
disabilities and within disability sector in Ireland and internationally. 
At a personal level, the researcher’s younger brother has a severe intellectual disability and 
as with many people working and researching in the field of disability, it is this personal 
experience which has directed the researcher’s career path. Considering the researcher 
started with a degree in Marketing, it is clear that the researcher’s relationship with her 
brother and engagement and passion to support him in a healthy, happy and fulfilling life are 
mirrored in the researchers’ values. The values that underpin this research are respect for 
others and individuality, enabling choice, control and autonomy to be expressed, ensuring 
complete and clear information is provided before, during and after data collection and as 
such promoting transparency, love and passion to continually strive for goals of equality, 




The process of writing a reflective data collection journal throughout the data collection 
phase was useful for both personal and professional learning as well as guiding feedback to 
the IDS-TILDA team. Detailed feedback on the positive aspects of the experience as well as 
the challenges faced and suggestions for improvement for wave 3 have been provided to the 
IDS-TILDA project team both verbally and in writing.  
The researcher found that it was a pleasure to meet so many people, hear their stories and 
for them to afford me such warmth and welcome. Not all stories were easy to hear and it 
wasn’t easy to walk away from the interviews being aware of the pain, frustration and 
difficulties an individual was encountering to living the life they wished to live. The interview 
was an opportunity to talk about many aspects of life – past, present and future – and for the 
majority of participants this was a welcome time to reflect and have their ‘voice’ heard.  
 
Contacting individuals (and in many cases staff) and arranging interviews was a particular 
challenge, as was the logistics of travelling to all interviews by public transport. However, 
using public transport was a great opportunity to see how accessible the places people 
resided in were and if there was good/reliable/accessible transport links. 
 
For some self-report interviews were carried out over two sessions as the participant was too 
tired to complete the interview in one session. So although the caseload was initially 60, in 
fact many more interviews took place. It was important to be flexible to the participants needs 
and to give them the time and space to the interview in a non-stressful, non-pressurised 
environment. The quality of the data benefitted from this also. If a person was pushed to 
complete an interview in one session when they were clearly tired and starting to disengage 
then the quality of the data would be affected and reliability of the answers questionable. 
Participants really valued and appreciated the researcher returning for a second session. They 
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APPENDIX A2: EQUIFRAME ANALYSIS TOOL   
No. Core concept Key question Key language 
1 Non-
discrimination 
Does the policy support the rights of 
vulnerable groups  with equal 
opportunity in receiving health care? 
Vulnerable groups are not 
discriminated against on the basis of 
their distinguishing characteristics (i.e. 
living away from services; persons 




Does the policy support the rights of 
vulnerable groups  with individually 
tailored services to meet their needs 
and choices? 
Vulnerable groups receive appropriate, 
effective, and understandable services 
3 Entitlement Does the policy indicate how 
vulnerable groups  may qualify for 
specific benefits relevant to them? 
People with limited resources are 
entitled to some services free of charge 
or persons with disabilities may be 
entitled to respite grant 
4 Capability based 
services 
Does the policy recognize the 
capabilities existing within vulnerable 
groups? 
For instance, peer to peer support 
among women headed households or 
shared cultural values among ethnic 
minorities 
5 Participation Does the policy support the right of 
vulnerable groups  to participate in 
the decisions that affect their lives 
and enhance their empowerment? 
Vulnerable groups can exercise choices 
and influence decisions affecting their 
life. Such consultation may include 
planning, development, 
implementation, and evaluation 
6 Coordination of 
services 
Does the policy support assistance of 
vulnerable groups  in accessing 
services from within a single provider 
system (interagency) or more than 
one provider system (intra-agency) or 
more than one sector (intersectoral)? 
Vulnerable groups know how services 
should interact where inter-agency, 
intra-agency, and inter-sectoral 
collaboration is required 
7 Protection from 
harm 
Vulnerable groups  are protected 
from harm during their interaction 
with health and related systems 
Vulnerable group are protected from 
harm during their interaction with 
health and related systems 
8 Liberty Does the policy support the right of 
vulnerable groups  to be free from 
unwarranted physical or other 
confinement? 
Vulnerable groups are protected from 
unwarranted physical or other 
confinement while in the custody of 
the service system/provider 
9 Autonomy Does the policy support the right of 
vulnerable groups  to consent, refuse 
to consent, withdraw consent, or 
otherwise control or exercise choice 
or control over what happens to him 
or her? 
Vulnerable groups can express 
“independence” or 
“self-determination”. For instance, 
person with an intellectual disability 
will have recourse to an independent 
third party regarding issues of consent 
and chocie 
10 Privacy Does the policy address the need for 
information regarding vulnerable 
groups to be kept private and 
confidential? 
Information regarding vulnerable 
groups need not be shared among 
others 
11 Integration Does the policy promote the use of 
mainstream services by vulnerable 
groups? 
Vulnerable group are not barred from 
participation in services that are 
provided for general population 
12 Contribution Does the policy recognize that 
vulnerable groups  can be productive 
Vulnerable groups make a meaningful 
contribution to society 
302 
 
contributors to society? 
13 Family resource Does the policy recognize the value 
of the family members of vulnerable 
groups in addressing health needs? 
The policy recognizes the value of 
family members of vulnerable groups 
as a resource for addressing health 
14 Family support Does the policy recognize  
vulnerable groups may 
have an impact on the family 
members requiring additional 
support from health services? 
Persons with chronic illness may have 
mental health effects on other family 
members, such that these family 
members themselves require support 
15 Cultural 
responsiveness 
Does the policy ensure that services 
respond to the beliefs, values, 
gender, interpersonal styles, 
attitudes, cultural, ethnic, or 
linguistic, aspects of the person with an 
intellectual disabilty? 
i) Vulnerable groups are consulted on 
the acceptability of the service 
provided 
ii) Health facilities, goods and services 
must be respectful of ethical principles 
and culturally appropriate, i.e. 
respectful of the culture of vulnerable 
groups 
16 Accountability Does the policy specify to whom, and 
for what, services providers are 
accountable? 
Vulnerable groups have access to 
internal and independent professional 
evaluation or procedural safe guard 
17 Prevention Does the policy support vulnerable 
groups in seeking primary, secondary, 
and tertiary prevention of health 
conditions? 
 
18 Capacity building Does the policy support the capacity 
building of health workers and of the 
system that they work in addressing 
health needs of vulnerable groups ? 
 
19 Access Does the policy support people with 
intellectual disabilities –physical, 
economic, and 
information access to health 
services? 
Vulnerable groups have accessible 
health facilities (i.e., transportation; 
physical structure of the facilities; 
affordability and understandable 
information in appropriate format) 
20 Quality Does the policy support quality 
services to vulnerable groups  through 
highlighting the need for evidence 
based 
and professionally skilled 
practice? 
Vulnerable groups are assured of the 
quality of the clinically appropriate 
services 
21 Efficiency Does the policy support efficiency by 
providing a structured way of 
matching health system resources 
with service demands in addressing 
health needs of vulnerable groups ? 
 




APPENDIX A3: EXAMPLE OF QUALITY CHECK FOR HEALTHY IRELAND 
POLICY 
Language used in policy Researcher 
comment  
Reviewer feedback  
P7 Healthy Ireland will be subject to rigorous 
monitoring and evaluation. An Outcomes Framework 
will be developed that will specify key indicators to 
underpin each of the four high-level goals. Targets for 
quantifiable improvements will be set, where 
appropriate. Regular measurement of these 
indicators will allow progress to be assessed over 
time. 
P13 The Healthy Ireland Framework has the support 
of all Government Departments, and puts in place 
structures to ensure that clear direction, 
accountability, good governance and support for 
collaborative working underpin all its actions. This 
governance structure will allow objectives set by 
Government to be subject to rigorous monitoring and 
continuous evaluation. All partners will be engaged in 
planning, to establish the right participants for each 
action, to identify common indicators and 
benchmark progress over time, and relative to other 
countries. 
Unsure if should 
assign CC score of 
‘4’ for the specific 
monitoring 
commitment or if 
the policy achieves 
score of 4 because 
monitoring refers to 
whole policy?  
Would advise on scoring 
CCs across this policy as 4 
because it explicitly states 
a broad intention for 
stipulations outlined in the 








Reference Purpose Areas of life 
assessed 
Psychometric properties Time for 
completion 
Completed by 
(individual or proxy) 
Life choices 
Survey 








10 items across 
major life and 
daily choices 
Negligible acquiescence 
found by Stancliffe (1995) in 
his evaluation of the scale 
Not specified Developed to form 
part of an interview 










sound scale to 
measure choice 





Internal consistency – 
Cronbach Alpha 0.81 (self-






High face validity, good 
concurrent validity with 
QOLQ Empowerment/ 
Independence scores and 
support for construct validity   
 
 
Not specified Self- report or proxy 
Daily choice 
inventory 






To assess who 
makes choices 
in the lives of 
people with 
intellectual 
disability – self 
or someone else 
 
  
12 items every 
day and  bigger 
life decisions 
Alpha reliability 0.75 at 
baseline and 0.85 follow up 
 
Test retest reliability 0.59 
No factor analysis reported 







Reference Purpose Areas of life 
assessed 
Psychometric properties Time for 
completion 
Completed by 











35 items across 
major and minor 
decisions 
Inter-rater reliability (0.86) 

























for people living 
in residential 
settings  








Inter-rater reliability (range 
0.64-1.00) 
 
Internal reliability – based 
on previous research;  
Cronbach alpha for inter-
item correlation  
 










Smith et al 
(2005) 
To examine if 
choice 
availability was 
in line with 
normalisation 




16 items across 




Reliability coefficient 0.97 
good internal consistency 
Inter-rater reliability 0.93 for 
group home residents and 









Reference Purpose Areas of life 
assessed 
Psychometric properties Time for 
completion 
Completed by 













6 indicators of 
daily life – 
where you live; 
what you do in 
the day; who 
are the people 
around you; 
what you eat; 
what you do for 
fun, and what 
time you go to 
bed 
Based on previous work by 
Brown et al (1997) which 
identify two steps in choice 
– opportunities available 
and making decision from 
these available 
opportunities  





at work  
Argan et al 
(2010) 
To examine 
types of choices 
individuals make 













2 questions to 
identify choice 
today and usual 
choice across 6 
statements  
Based on previous 
validated surveys by Argan 
et al and Wehmeyer et al 
Not specified  Individual (with 





APPENDIX B2: DEFINITIONS FOR SYSTEMATIC REVIEW 
   
Population 
The population of interest for the PhD is older people with an intellectual disability, thus the 
review was restricted to adults (18 + years), of any gender, living in high income/developed 
country.  The population was not limited to people with an intellectual disability as it was felt 
the focus would be overly restrictive for identifying frameworks. The unit of analysis was the 
individual’s use of services. Use of services by carers/support person on behalf of the 
individual was also considered and included. The definition for high income countries was 
based on the World Bank listing of countries. China (including Taiwan) was considered not 
high income countries for this review, however, Hong Kong was included as high income (as 
per World Bank). Specific population groups excluded were children, adolescents, youth; 
mental health including addiction, veterans or military personnel, prisoners; people living in 
countries that were not high income countries; and health care workers. 
Defining health services  
As health care is so broad and to maintain manageable breadth of articles, it was also decided 
to limit the type of health services. The health services included were those of most interest 
to the main study and included community based and primary care services, hospital-based 
therapy care (physiotherapy, speech and language therapy, cancer care, chemotherapy; non 
anti-retroviral therapy care for people with HIV/AIDS, dental services, emergency 
department, ambulance use, screening, preventative care, vaccinations, and sexual health 
check screening). The health care specifically excluded was other hospital services, hospice, 
palliative care, surgery, anti-retroviral therapy, transplant, reproductive health, genetic 
services, maternity/prenatal, abortion, transplant. In addition, telemedicine, tele-care and 
tele-therapy.  
The review did not include any articles that focused on the following: provider or employer 
perspective on utilisation, school based initiatives, paediatric services,  health in prison or in 
military service, access to veteran specific services; length of stay, wait list duration, visit 
duration, health outcomes exclusively with no focus on utilisation, provider side issues 
(provision/delivery of services) , health behaviour – e.g. lifestyle behaviours (exercise, 
smoking, diet) that impact on health, where it is not service utilisation behaviour, models of 
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care/delivery/programs of care, access to beds/medications; referrals to services by GP, 
specialist as driven by professional.  Also health inequalities, health differences, help seeking, 
motivation for help seeking or behaviour change where utilisation are not incorporated within 
this were excluded.  
Defining utilisation  
The emphasis was on the use of these health services, utilisation data, community based 
health service use, accessing health services where it corresponds with use, visits, 
consultations, attendance, service consumption. The word ‘access’ was not included as a 
search term however.  According to Obrist et al (2007: 1584), “Access as a general concept 
summarizing a set of more specific dimensions, such as availability, affordability, accessibility, 
adequacy, and acceptability”. In addition, Ricketts and Goldsmith (2005) note “.... access is 
the ability of a person to utilize health care given a need and/or desire to obtain it, while 
accessibility is really the degree to which a person needing and seeking care actually receives 
it” (p276).  Thus, access is a very broad concept with wide ranging meanings. Given the already 
broad scope of the review and the potential for returning an unmanageable article list to 
review at the same time detracting from the main review question, ‘access’ was not included 
but one element of access that of ‘accessibility’ was included. Health services accessibility has 
been identified in a number of health service utilisation models previously and it was felt that 
this term would capture models that address the issue of access/accessibility in relation to 
utilisation. By way of quality check, the term ‘access’ was included in the search within 
PubMed and no additional articles relevant to the review criteria were identified. 
Defining framework 
The Oxford English dictionary defines framework as  “An essential supporting structure of a 
building, vehicle, or object” or “basic structure underlying a system, concept, or text” . In 
preliminary reading of health services utilisation texts, the word ‘model’ was found in some 
instances to be used instead of or as well as framework. Jabareen (2009) distinguishes 
between frameworks and models; “To discourage loose usage of the term conceptual 
framework, I propose basing conceptual frameworks not on variables or factors but on 
concepts alone. When variables or factors are used, I suggest employing the term model” 
(p51).  However, other authors describe models as frameworks (Silverman, 2003). 
There is also much debate within the literature as to how to define a conceptual framework 
and a theoretical framework, and if these are the same or different. The inconsistency and 
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ambiguity in the use of these terms has been noted by Jabareen (2009). Some authors 
contend that conceptual and theoretical frameworks are distinct (Imenda, 2014) while others 
view the development of a conceptual framework as a process of generating theory 
(Jabareen, 2009).  
A useful distinction that Imenda (2014) draws between the two types of frameworks is that a 
theoretical framework draws on a pre-existing theory and the scope for use of this type of 
framework is broader than one study or context. In contrast, a conceptual framework 
integrates a number of perspectives and the applicability of the framework is usually limited 
to a specific study. 
Based on the review of definitions of these terms and the on-going debate within the 
literature specific criteria for what constituted a framework for this review were set out as 
follows:  
 The term model can be used interchangeably with the term framework; 
 The framework can be presented in a graphic or narrative form; 
 The framework must contain a number of concepts or variables; 
 A relationship between concepts and variables in the framework must be 
presented/explained; 
 The framework provides a structure by which to understand the phenomenon of 
interest;  
 The framework may be based on one perspective or theory or may draw on a 
number of theories or previously developed frameworks to produce a framework;  
 The framework may have broad applicability across various contexts or may be 
developed for specific research project;  





APPENDIX B3: SEARCH STRING USED IN PUBMED 
 ((((("health services accessibility"[MeSH Terms] OR ("health"[All Fields] AND "services"[All 
Fields] AND "accessibility"[All Fields]) OR "health services accessibility"[All Fields]) OR "Health 
Services/utilization"[Mesh]) OR (("utilization"[All Fields] OR "utilisation"[All Fields]) AND 
"health services"[All Fields])) AND ("framework"[All Fields] OR "model"[All Fields])) AND 
"loattrfull text"[sb] AND ("1995/01/01"[PDAT] : "2014/12/31"[PDAT]) AND English[lang]) NOT 
(((("health services accessibility"[MeSH Terms] OR ("health"[All Fields] AND "services"[All 
Fields] AND "accessibility"[All Fields]) OR "health services accessibility"[All Fields]) OR 
("Health Services/utilization"[Mesh] OR "health services"[All Fields] AND "utilization"[All 
Fields])) AND (framework[All Fields] OR model[All Fields])) AND ((((framework[All Fields] AND 
("1995/01/01"[PDAT] : "2014/01/31"[PDAT])) AND ("1995/01/01"[PDAT] : 
"2014/01/31"[PDAT])) AND ("Health Services/utilization"[Mesh] AND (framework[All Fields] 
OR model[All Fields])) AND ("1995/01/01"[PDAT] : "2014/01/31"[PDAT])) AND 
("1995/01/01"[PDAT] : "2014/01/31"[PDAT]))) AND ("loattrfull text"[sb] AND 
("1995/01/01"[PDAT] : "2014/12/31"[PDAT]) AND English[lang]) 
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APPENDIX B4:  DATA EXTRACTION TOOL 
Framework name  
Reference to illustrative article  
Empirical or theoretical/conceptual 
paper 
 
Definition of utilisation  
Country of study  
Population of interest  
Context/ service setting  




 Healthcare system  
 External environment  
POPULATION  
 Predisposing  
 Enabling  
 Need  
HEALTH  
 Personal health status  
 Health service use  
OUTCOMES  
 Perceived health status  
 Evaluated health status  
Other domain or variable not 





APPENDIX B5: FRAMEWORKS INCLUDED IN THE REVIEW – DESCRIPTION 
AND ILLUSTRATIVE ARTICLE  
Framework/model identified  Description  Sample article from current review 
Access Triangle  
This framework specifically focuses on access 
to dental care and the elements of  
 
Guay AH. Access to dental care: solving the problem 
for underserved populations. Journal of the 
American Dental Association (1939). 
2004;135(11):1599-605; quiz 623.  
Attachment and health service 
utilisation: Attachment style categories 
and hypothesized relationship with 
symptom reporting  
The model used in this study is adapted from 
the work of Bartholomew 
and Horowitz. It links attachment style with 
model of self, model of other and health 
service use.  
  
Ciechanowski PS, Walker EA, Katon WJ, Russo JE. 
Attachment theory: a model for health care 
utilization and somatization. Psychosomatic 
medicine. 2002;64(4):660-7.  
Access to Healthcare based on Avant 
and Walker Strategies for theory 
construction in nursing 2005 
 Personal access to health is said to exist 
when there is “availability, eligibility, 
amenability and compatibility” (Norris et al, 
2006: 64) 
Norris TL, Aiken M. Personal access to health care: 
a concept analysis. Public Health Nursing. 
2006;23(1):59-66. 
Acculturation framework (Berry, 1997) 
The model used by Setia et al was developed 
by Berry (1997) to provide framework for 
understanding the acculturation process and 
the factors that impact on adaptation (Berry, 
1997) 
Setia MS, Quesnel-Vallee A, Abrahamowicz M, 
Tousignant P, Lynch J. Access to health-care in 
Canadian immigrants: a longitudinal study of the 
National Population Health Survey. Health & social 
care in the community. 2011;19(1):70-9. 
Biopsychosocial model 
Use of services viewed as a result of number 
of factors together – biological, psychological 
and social. (Mkanta and Uphold, 2006: 296). 
Mkanta WN, Uphold CR. Theoretical and 
methodological issues in conducting research 
related to health care utilization among individuals 
with HIV infection. AIDS patient care and STDs. 
2006;20(4):293-303.  
Carr-hill et al 1994 framework  
This is a framework to guide resource 
allocation and was used in this study in 
conjunction with Aday & Andersen, 1974, 
Ronsenstock, 1966; Schuman 1964, 1965; 
Andersen 1995; Andersen and Newman 
1973 
 
Field KS, Briggs DJ. Socio-economic and locational 
determinants of accessibility and utilization of 
primary health-care. Health & social care in the 
community. 2001;9(5):294-308. 
Cockerham’s healthy lifestyle paradigm 
2005 
Combines individual and structural 
influences on disposition to act and actions. 
Agency, life choices, life chances are 
important concepts in this model 
(Cockerham, 2005) 
Stoller EP, Grzywacz JG, Quandt SA, Bell RA, 
Chapman C, Altizer KP, et al. Calling the doctor: a 
qualitative study of patient-initiated physician 
consultation among rural older adults. Journal of 
aging and health. 2011;23(5):782-805.  
Commission on Social Determinants of 
Health framework 2007 (Solar & Irwin, 
2007) 
“The Commission on Social Determinants of 
Health (CSDH) model uses 
structural determinants of health inequities, 
and intermediary determinants 
of health and the health system to explain 
health inequities” (Nguyen et al, 2011: 394) 
Nguyen DD, Ho KH, Williams JH. Social 
determinants and health service use among racial 
and ethnic minorities: findings from a community 
sample. Social work in health care. 2011;50(5):390-
405.  
Conflict model of dental utilisation - 
Petersen 1990, 1997 
“This model emphasizes four groups of 
explanatory factors in order to explain 
inequalities in dental health: background 
factors….., actual socio-economic factors……, 
individual factors……, dental health service 
system factors” (Stahlnacke et al, 2005: 65). 
Stahlnacke K, Soderfeldt B, Unell L, Halling A, 
Axtelius B. Changes over 5 years in utilization of 
dental care by a Swedish age cohort. Community 
dentistry and oral epidemiology. 2005;33(1):64-73.  
Cooper model of access to care 
Copper model explores barriers and 
mediators to health service use across 
personal, structural and financial aspects 
(Messer et al, 2013: 399) 
Messer LC, Quinlivan EB, Parnell H, Roytburd K, 
Adimora AA, Bowditch N, et al. Barriers and 
facilitators to testing, treatment entry, and 
engagement in care by HIV-positive women of 
color. AIDS patient care and STDs. 2013;27(7):398-
407.  
Cox's Interaction Model of Client Health 
Behaviour 
The model’s objective is to identify and 
suggest an 
explanation of the relationship between 
three major 
elements” (Ackerson, 2010: 137). 
Witucki JM, Wallace DC. Differences in functional 
status, health status, and community-based service 
use between black and white diabetic elders. 
Journal of cultural diversity. 1998;5(3):94-100.  
Donabedian 
Quality dimensions of structure, process, 
outcome  
Lee T, Mills ME. Analysis of patient profile in 
predicting home care resource utilization and 




Framework/model identified  
Description  
Sample article from current review 
Ecological Perspective (US Department 
of Health & Human Services 2005) 
 
Ecological model purports that policy, 
environment and intrapersonal factors 
impact on health service use (Hoerster et al, 
2011: 685). 
Hoerster KD, Mayer JA, Gabbard S, Kronick RG, 
Roesch SC, Malcarne VL, et al. Impact of Individual-
, Environmental-, and Policy-Level Factors on 
Health Care Utilization Among US Farmworkers. 
American journal of public health. 2011;101(4):685-
92. 
Extended parallel process model (EPPM) 
(Witte 1994) 
“The four components of EPPM (severity, 
susceptibility, 
self-efficacy, and response efficacy) combine 
to create two 
ways that fear appeal messages can be 
processed; danger 
control or fear control….. The use of EPPM to 
guide this research is important because 
it aids in the understanding of preexisting 
perceptions 
of self-efficacy, susceptibility, and severity” 
(Hubbell, 2006: 37) 
Hubbell AP. Mexican American women in a rural 
area and barriers to their ability to enact protective 
behaviors against breast cancer. Health 
communication. 2006;20(1):35-44.  
Filter model adapted from Goldberg and 
Huxley 1992 
The filter model consists of three filters – 1. 
Illness behaviour, 2. Identification of 
condition 3. Referral to specialist (Hopman-
Rock, et al, 1997). 
Hopman-Rock M, de Bock GH, Bijlsma JW, Springer 
MP, Hofman A, Kraaimaat FW. The pattern of health 
care utilization of elderly people with arthritic pain 
in the hip or knee. International journal for quality 
in health care : journal of the International Society 
for Quality in Health Care / ISQua. 1997;9(2):129-
37.  
Framework of the ideal type health cycle 
Building on earlier models, the ideal health 
cycle consist of individual correlates linked 
with health outcomes and feedback loop 
Secondary correlates refer to health 
resources and behaviours. (Kosteniuk 2006).  
Kosteniuk J, C DA. Dental service use and its 
correlates in a dentate population: an analysis of 
the Saskatchewan population health and dynamics 
survey, 1999-2000. Journal (Canadian Dental 
Association). 2006;72(8):731.  
Frenk’s domains of Access 
“Frenk reserves the term access to denote 
the ability of the population to seek and 
obtain care.” (Levesque et al, 2013)  
Levesque JF, Harris MF, Russell G. Patient-centred 
access to health care: conceptualising access at the 
interface of health systems and populations. 
International journal for equity in health. 
2013;12:18.  
Gullifords model of healthcare access 
2001 
Gullifords model of access depicts 
relationship between factors and how they 
impact on access. This model was adapted by 
Alborz et al for people with ID.  (Alborz et al, 
2005) 
Alborz A, McNally R, Glendinning C. Access to health 
care for people with learning disabilities in the UK: 
mapping the issues and reviewing the evidence. 
Journal of health services research & policy. 
2005;10(3):173-82.  
Health Action Process Approach (HAPA) 
“The health action process approach (HAPA, 
Schwarzer, 2008) represents a 
model that explicitly accounts for social-
cognitive predictors that operate when 
translating 
intentions into behaviour” (Ernsting et al, 
2013: 580). 
Ernsting A, Gellert P, Schneider M, Lippke S. A 
mediator model to predict workplace influenza 
vaccination behaviour--an application of the health 
action process approach. Psychology & health. 
2013;28(5):579-92.  
Health Belief Model – originally 
proposed by Hochbaum, Lewin et al 
1950s and Becker 1974; Rosenstock 
(1974) 
“The Health Belief Model proposes that 
attitudes reflecting 
readiness to act determine health care 
behaviors when cues to take 
action are present (e.g. symptoms)” (Reese 
and Smith, 1997: 171). 
Reese FL, Smith WR. Psychosocial determinants of 
health care utilization in sickle cell disease patients. 
Annals of behavioral medicine : a publication of the 
Society of Behavioral Medicine. 1997;19(2):171-8.  
Health behaviour framework which  
Brings together elements of range of health 
behaviour models including health belief, 
theory of reasoned action and precede 
model. It is referenced to Bastani et al 1994; 
1999  
Jo AM, Maxwell AE, Wong WK, Bastani R. Colorectal 
cancer screening among underserved Korean 
Americans in Los Angeles County. Journal of 
immigrant and minority health / Center for Minority 
Public Health. 2008;10(2):119-26.  
 
Health Competence and Health 
Behaviour based on health competence 
construct (Storey et al 2005) 
“Health seeking 
behavior is the outcome of interest and 
Health Competence 
the predictor of interest. 
 (Fonseca-Becker, 2010: 355). 
Fonseca-Becker F, Perez-Patron MJ, Munoz B, 
O'Leary M, Rosario E, West SK. Health competence 
as predictor of access to care among Latinos in 
Baltimore. Journal of Immigrant & Minority Health. 
2010;12(3):354-60. 
 
Health service coverage model 
(Tanahashi 1978, WHO 2010) 
Framework for evaluating health service 
coverage (Riccardo et al, 2012) 
Riccardo F, Dente MG, Kojouharova M, Fabiani M, 
Alfonsi V, Kurchatova A, et al. Migrant's access to 




Framework/model identified  
Description  
Sample article from current review 
Hispanic Farmworker Health Model 
(Ward 2007) 
The HFH model incorporates 4 determinants 
of health and 2 outcomes specific to 
farmworker of Hispanic ethnicity. Highlights 
importance of living and working conditions 
and social and cultural factors 
Lopez-Cevallos DF, Garside LI. Employment and 
family conditions are related to health care 
utilization among foreign-born farmworker men. 
Hispanic health care international : the official 
journal of the National Association of Hispanic 
Nurses. 2013;11(4):181-6.  
 Conceptual model of patient , clinician 
and health system factors affecting 
management of cholesterol in high-risk 
patients 
 conceptual model proposed drawing on 
health belief model, the Landon et al.health 
care organization model, and the Jaen et al. 
competing demands model 
 Kim C, Hofer TP, Kerr EA. Review of evidence and 
explanations for suboptimal screening and 
treatment of dyslipidemia in women. A conceptual 
model. J Gen Intern Med. 2003;18(10):854-63.  
ICF framework 
The authors used the ICF “to assess factors 
related 
to physical therapy service utilization. 
This model was chosen because 
it allows examination of 
personal, environmental, and contextual 
factors, as well as impairments, 
activity limitations, and participation” (Riley 
et al, 2011). 
Iversen MD, Chhabriya RK, Shadick N. Predictors of 
the use of physical therapy services among patients 
with rheumatoid arthritis. Physical therapy. 
2011;91(1):65-76.  
Institute of Medicine framework 
(Millman 1993, Gold 1998) 
IOM concerned with equity of access and 
quality components of services  
Mitchell JB, Haber SG, Khatutsky G, Donoghue S. 
Impact of the oregon health plan on access and 
satisfaction of adults with low income. Health 
Services Research. 2002;37(1):11-31.  
 
Integrated Behavioural Model of Change 
(I-Change model) 
“As its core, the I-Change Model proposes 
that human behavior is the result of a 
person’s intention. Intention is perceived as 
a continuum of stages of change, and is 
determined by diverse motivational factors, 
awareness, information, and predispo- sition 
variables” (Bronner et al, 2013: 273). 
Bronner K, Mesters I, Weiss-Meilik A, Geva R, 
Rozner G, Strul H, et al. Determinants of adherence 
to screening by colonoscopy in individuals with a 
family history of colorectal cancer. Patient 
education and counseling. 2013;93(2):272-81.  
Khan and Bhardwaj access to healthcare 
framework 1994   
Spatial model of the utilisation of healthcare 
services based on work of Khan and 
Bhardwaj and highlights importance of 
environment and social structures.  (Mobley 
et al, 2006). 
Mobley LR, Root E, Anselin L, Lozano-Gracia N, 
Koschinsky J. Spatial analysis of elderly access to 
primary care services. International journal of 
health geographics. 2006;5:19.  
Kleinman's model of health care systems 
(1980) 
 
Health system is viewed in 3 parts – popular, 
professional and folk. Brings cultural 
perspective to health service use.  (Thurston 
et al, 2014). 
Thurston WE, Coupal S, Jones CA, Crowshoe LF, 
Marshall DA, Homik J, et al. Discordant indigenous 
and provider frames explain challenges in 
improving access to arthritis care: a qualitative 
study using constructivist grounded theory. 
International journal for equity in health. 
2014;13(1):46.  
Liang et al 2005 propose conceptual 
framework for model of help seeking 
and change for women experiencing 
intimate partner violence.  
Based on proposed stages for help seeking by 
abused women with the first step being 
recognising need (i.e. situation is an abusive 
one).  (Duterte et al, 2008). 
Duterte EE, Bonomi AE, Kernic MA, Schiff MA, 
Thompson RS, Rivara FP. Correlates of medical and 
legal help seeking among women reporting 
intimate partner violence. Journal of Women's 
Health (15409996). 2008;17(1):85-95. 
Leventhal’s self-regulatory model 
According to self-regulation theory, 
individuals construct a cognitive 
representation of salient 
health threats…. Self-regulation theory 
further suggests that in the face 
of a salient health threat, individuals will 
engage in efforts to 
reduce their distress” (Schwartz M, et al, 
1995: 269) 
 
Barrett B, Marchand L, Scheder J, Plane MB, 
Maberry R, Appelbaum D, et al. Themes of holism, 
empowerment, access, and legitimacy define 
complementary, alternative, and integrative 
medicine in relation to conventional biomedicine. 
Journal of Alternative & Complementary Medicine. 
2003;9(6):937-47. 
Modified model of access to dental care  
 
This model is combination of elements of 
Penchansky and Thomas  (1981) and 
Maxwell (1984)  models to understand 
access to dental services by PwID.  
 
Owens J, Dyer TA, Mistry K. People with learning 
disabilities and specialist services. British dental 
journal. 2010;208(5):203-5. 
Parson's Sick Role 1951;  
“The sick role concept suggests that the 
experience of being sick extends beyond 
physical and physiological symptoms to 
include the impact of socio-cultural factors” 
(Davis et al, 2011: 33). 
Davis MA, Weeks WB, Coulter ID. A proposed 
conceptual model for studying the use of 
complementary and alternative medicine. 




Framework/model identified  
Description  
Sample article from current review 
Penchansky and Thomas  1981 Concept 
of Access: definition and relationship to 
consumer satisfaction 
This model introduces the concept of ‘fit’ 
between the individual and the service. Five 
dimensions considered important – 
availability, accessibility, accommodation, 
affordability, and acceptability. (Wallace and 
MacEntee, 2012: 32-33). 
 
Wallace BB, Macentee MI. Access to dental care for 
low-income adults: perceptions of affordability, 
availability and acceptability. J Community Health. 
2012;37(1):32-9.  
Precaution Adoption Process Model 
(PAPM) 
“The PAPM and the concept of 
“implementation intentions” 
form the basis for our intervention 
approach 
[20,21]…..The PAPM was chosen for this 
study because it 
includes specific stages for “unaware” and 
actively 
“deciding” individuals” (Engelman et al, 
2011). 
 
Engelman KK, Cupertino AP, Daley CM, Long T, Cully 
A, Mayo MS, et al. Engaging diverse underserved 
communities to bridge the mammography divide. 
BMC public health. 2011;11:47.  
Precede-Proceed  Model 
“PRECEDE is an acronym for predispos- 
ing, reinforcing, and enabling causes in 
educa- 
tional diagnosis and evaluation, and 
PROCEED 
stands for policy, regulatory, and 
organizational 
constructs in educational and 
environmental de- 
velopment. The model addresses the use of 
com- 
prehensive planning and encourages us to 
examine 
desired outcomes closely and to understand 
why 
patients behave the way they do, before 
imple- 
menting measures to alter their behaviour” 
(Chande and Kimes, 1995: 824). 
Artuso S, Cargo M, Brown A, Daniel M. Factors 
influencing health care utilisation among 
Aboriginal cardiac patients in central Australia: a 
qualitative study. BMC Health Serv Res. 
2013;13:83. 
Scheffler 2008 model linking social 
capital to Health (adapted) 
This study uses an adapted version of 
Scheffler model with social capital impact on 
health and health service use explored.  
 
Nauenberg E, Laporte A, Shen LL. Social capital, 
community size and utilization of health services: A 
lagged analysis. Health Policy. 2011;103(1):38-46. 
Schuman Stages of Illness 1964, 1965; 
“This theory details a linear relationship 
between five different points in the 
individual’s decision process to utilize health 
care” (Davis et al, 2011: 33). 
 
Davis MA, Weeks WB, Coulter ID. A proposed 
conceptual model for studying the use of 
complementary and alternative medicine. 
Alternative therapies in health and medicine. 
2011;17(5):32-6.  
Shi & Stevens 2005 Vulnerable 
populations in the United States 
“This multidimensional framework 
incorporates existing individual- and 
community-level models that focus on risk 
factors that can explain vulnerability for poor 
health” (Cristancho et al)  
 
Begley CE, Basu R, Reynolds T, Lairson DR, Dubinsky 
S, Newmark M, et al. Sociodemographic disparities 
in epilepsy care: Results from the Houston/New 
York City health care use and outcomes study. 
Epilepsia. 2009;50(5):1040-50.  
SIM (symptom interpretation model) 
(Teel, Meek, McNamara, Watson, 1997) 
Basic principle is that once symptom 
recognised/ acknowledged then action will 
follow (Coffman et al, 2012).  
Coffman MJ, Norton CK, Beene L. DIABETES 
SYMPTOMS, HEALTH LITERACY, AND HEALTH CARE 
USE IN ADULT LATINOS WITH DIABETES RISK 
FACTORS. Journal of cultural diversity. 
2012;19(1):4-9. 
Taplin et al (2000) model of 
mammography use  
 
This is a conceptual framework drawing on  
the theory of reasoned action, social learning 
theory, and the Precede/Proceed model for 
planning care 
(Taplin et al, 2000: 236). 
Park AN, Buist DSM, Tiro JA, Taplin SH. Mediating 
factors in the relationship between income and 
mammography use in low-income insured women. 
Journal of Women's Health (15409996). 
2008;17(8):1371-8. 
Theory of Planned Behaviour  
Proposes that behaviour is a consequence of 
individual perceived control and introduces 
concepts of internal and external locus of 
control (Wong et al, 2006) 
Wong WCW, Gray SA, Ling DC, Holroyd EA. Patterns 
of health care utilization and health behaviors 





Framework/model identified  
Description  
Sample article from current review 
UNCRPD 
Human rights framework for Persons with 
Disabilities. Within this health is deemed a 
human right, specifically refers to Article 25 
regarding right to access to range and quality 
of health services as non-disabled people. 
(Gibson and Mykitiuk, 2012) 
Gibson BE, Mykitiuk R. Health care access and 
support for disabled women in Canada: falling short 
of the UN Convention on the Rights of Persons with 
Disabilities: a qualitative study. Women's health 
issues: official publication of the Jacobs Institute of 
Women's Health. 2012;22(1):e111-8 
Complementary and Alternative 
Medicine (CAM) use – a conceptual 
model  
 
Draws on Parson’s sick role theory, 
Suchman’s stages of illness theory and 
Andersen’s Sociobehavioural Healthcare 
utilisation Model to examine use of 
complementary and alternative medicine. 
Davis MA, Weeks WB, Coulter ID. A proposed 
conceptual model for studying the use of 
complementary and alternative medicine. 
Alternative therapies in health and medicine. 
2011;17(5):32-6.  
Accessibility considerations for people 
with intellectual disabilities  – a 
conceptual model 
Proposes conceptual model of access 
emphasizing important role of stigma (Yalon-
Chamovitz, 2009: 398). 
Yalon-Chamovitz S. Invisible access needs of people 
with intellectual disabilities: a conceptual model of 
practice. Intellectual and developmental 
disabilities. 2009;47(5):395-400.  
Access to health by rural HIV positive 
African American women – a conceptual 
framework  
Conceptual model focuses on role of 
perceptions of need (both individual 
perceptions and those of others in support 
network) (Vyavaharkar et al, 2008: 295). 
Authors based this on previous model used 
by Rost, Fortney, 
Fischer and Smith (2002) 
Vyavaharkar MV, Moneyham L, Corwin S. Health 
care utilization: The experiences of rural HIV-
positive African American women. Journal of Health 
Care for the Poor and Underserved. 
2008;19(1):294-306. 
Simplified model for the relationship 
between job stress and health care 
services is proposed 
The model used in this study proposes that 
“Stress could be linked to increased usage of 
health care services by a number of routes” 
(Azagba and Sharaf, 2011) 
Azagba S, Sharaf MF. Psychosocial working 
conditions and the utilization of health care 
services. BMC public health. 2011;11:642. Epub 
2011/08/13. 
Path model of utilization 
Conceptual development and testing of path 
model to health care for lesbian women.  
Factors included in model were extent of 
identification as feminist, disclosure of 
sexuality to people including to health care 
professionals and feeling comfortable with 
health care professional (Bergeron and Senn, 
2003) 
Bergeron S, Senn CY. Health care utilization in a 
sample of Canadian lesbian women: predictors of 
risk and resilience. Women & health. 
2003;37(3):19-35.  
Role of distress in predict healthcare 
utilization  - a conceptual model  
A model to explain differences related to 
gender and explored through three 
pathways to utilisation (Koopmans and 
Lamers 2007:1217). 
Koopmans GT, Lamers LM. Gender and health care 
utilization: the role of mental distress and help-
seeking propensity. Social science & medicine 
(1982). 2007;64(6):1216-30.  
Home care utilisation – a conceptual  
Conceptual model based on Donabedian’s 
framework and the broad context of the 
Nursing Minimum Dataset (NMDS) (Lee et al, 
2000) 
Lee T, Mills ME. Analysis of patient profile in 
predicting home care resource utilization and 
outcomes. The Journal of nursing administration. 
2000;30(2):67-75.  
Theoretical model of provider 
discrimination, unsatisfying interaction 
with a doctor, and current poor health 
through unmet need of health service 
utilization proposed 
Theoretical model which highlights role of 
perceived provider discrimination and 
unsatisfying interaction are distinct elements 
of the model. (Lee et al, 2009: 4) 
Lee C, Ayers SL, Kronenfeld JJ. The association 
between perceived provider discrimination, 
healthcare utilization and health status in racial and 
ethnic minorities. Ethnicity & disease. 
2009;19(3):330-7.  
Patient centred access to health care - A 
conceptual framework of access to 
healthcare proposed 
Builds on previous models. “These five 
dimensions of accessibility of services and 
five abilities of potential users are embedded 
in the process of utilising health care and 
relate to causes and consequences of 
interacting with health providers and 
utilising services” (Levesque et al, 2011).  
Levesque JF, Harris MF, Russell G. Patient-centred 
access to health care: conceptualising access at the 
interface of health systems and populations. 
International journal for equity in health. 
2013;12:18.  
Pathway model of health 
Proposes 3 pathways to health care for 
homeless people (McCormack and 
Macintosh, 2001: 684).  
McCormack D, Macintosh J. Research with 
homeless people uncovers a model of health. 
Western journal of nursing research. 
2001;23(7):679-97.  
Role of health insurance on health 
service use – conceptual model 
This conceptual model proposes that 
“insurance coverage and residence are 
associated with use of health services” 
(Seccombe, 1995:88) 
Seccombe K. Health insurance coverage and use of 
services among low-income elders: Does residence 
influence the relationship? Journal of Rural Health. 
1995;11(2):86-97. 
Pathway from health care need to 
utilization  
Need, demand and supply factors all 
considered in this model in terms of use and 
non-use and with particular focus on impact 
of referrals on health inequity and access. 
(Ozegowski and Sundmacher, 2014) 
Ozegowski S, Sundmacher L. Understanding the gap 
between need and utilization in outpatient care--
the effect of supply-side determinants on regional 
inequities. Health Policy. 2014;114(1):54-63. Epub 
2013/09/11. 
Framework/model identified  
Description  
Sample article from current review 
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Public Health's role in addressing 
disparities in health care access – a 
conceptual framework  
 
Builds on previous models but includes 
greater role of public health in addressing 
inequities in health (Derose et al, 2011: 
1847-1848) 
Derose KP, Gresenz CR, Ringel JS. Understanding 
disparities in health care access--and reducing 
them--through a focus on public health. Health 
affairs (Project Hope). 2011;30(10):1844-51. 
Conceptual model of long term care use 
“This model represents the way in which 
race, social class, 
and family structure, over time, influence the 
risk of long-term 
care use—both directly and indirectly” 
(Derose et al, 2011: S226). 
Cagney KA, Agree EM. Racial differences in skilled 
nursing care and home health use: the mediating 
effects of family structure and social class. The 
journals of gerontology Series B, Psychological 
sciences and social sciences. 1999;54(4):S223-36.  
Role of education on screening use – a 
conceptual model  
 
Model including role of education in use of 
preventative health screening (Sabates and 
Feinstein, 2006:3000).  
Sabates R, Feinstein L. The role of education in the 
uptake of preventative health care: the case of 
cervical screening in Britain. Social science & 
medicine (1982). 2006;62(12):2998-3010.  
Non-urgent Emergency Department use 
– a conceptual model 
Conceptual model of pathway to use 
emergency department (Uscher-Pines et al, 
2013:7). 
Uscher-Pines L, Pines J, Kellermann A, Gillen E, 
Mehrotra A. Emergency department visits for 
nonurgent conditions: systematic literature review. 
The American journal o1f managed care. 
2013;19(1):47-59.  
 
Use of diabetes risk screening – a 
conceptual model  
 
Hypothesized model based on a 
“questionnaire based on the 
Health Belief Model (HBM) [7], the Theory of 
Planned 
Behavior (TPB) [8], and the Threatening 
Medical Situations 
Inventory (TMSI) [9] was developed” (Nijoh 
et al, 2008) 
Nijhof N, ter Hoeven CL, de Jong MD. Determinants 
of the use of a diabetes risk-screening test. J 
Community Health. 2008;33(5):313-7.  
 
Patient decision-process model – a 
conceptual model  
“Our model begins at the point where a 
patient perceives a medical need and faces a 
decision to seek professional medical help. 
Once a patient decided to seek professional 
medical help, a key distinction in patients’ 
decision- making process then hinged on 
whether the patient knew about primary 
care options or not” (Shaw et al, 2013: 1298). 
Shaw EK, Howard J, Clark EC, Etz RS, Arya R, Tallia 
AF. Decision-making processes of patients who use 
the emergency department for primary care needs. 
Journal of health care for the poor and 
underserved. 2013;24(3):1288-305.  
 
theoretical model proposed based on 
previous models and used to understand 
demand for ambulance use 
Conceptual framework for use of ambulance 
service with focus on reasoning and choice in 
this process (Toloo et al, 2013: 577). 
Toloo GS, FitzGerald GJ, Aitken PJ, Ting JY, McKenzie 
K, Rego J, et al. Ambulance use is associated with 
higher self-rated illness seriousness: user attitudes 
and perceptions. Academic emergency medicine : 
official journal of the Society for Academic 
Emergency Medicine. 2013;20(6):576-83.  
 
Model of uptake of intervention by 
families  
This model examines relationships of 
clusters of factors that may affect uptake of 
services. Carer focused i.e. parent focused 
program. Model based on work by Arcia et al 
(1993) 
Birkin C, Anderson A, Seymour F, Moore DW. A 
parent-focused early intervention program for 
autism: who gets access? Journal of Intellectual & 
Developmental Disability. 2008;33(2):108-16. 
 
Model of health care disparities and 
disability (MHDD) 
 
Builds on Andersen, IOM, Grossman utility 
model and cultural competency model and 
combines with ICF to propose model that 
addresses health disparities of people with 
disabilities 
Meade, M. A; Mahmoudi, E. Lee, S-Y. The 
intersection of disability and healthcare disparities: 
a conceptual framework. Disability and 
Rehabilitation. 2015, 37 (7): 632-641 
 
conceptual model of relationship 
between healthcare consumption and 
ethnic inequalities 
 
Combines and builds on 3 models – 
Andersen, Rathore clinical specification, IOM 
Essink-Bot, M-L. Lamkaddem, M. Jellema, P. Smith-
Nielsen, S. Stronks, K. Interpretingh ethnic 
inequalities in healthcare consumption: a 
conceptual framework for research. European 
Journal of Public Health. 20120, 23 (6): 922-926 
 
dynamic social systems conceptual 
framework 
 
Focus is on structural dimension to access 
and the social elements of structures and 
interrelatedness of these dimensions 
Levy, M.E. Wilton, L. Phillips, G. Nelson-Glick, S. 
Kuo, I. Brewer, R.A. Elliott, A. Watson, C. Magnus, 
M. Understanding Structural Barriers to Accessing 
HIV Testing and Prevention Services Among Black 
Men Who Have Sex with Men (BMSM) in the United 
States. AIDS Behav.2014, 18(5): 972-996 
 
Framework/model identified  
Description  
Sample article from current review 
Maslow's hierarchy of need 
 
Consists of five levels of need with individual 
motivated to satisfy lower level need before 
progressing to higher level needs 
Stirling, C. M. Dwan, C. A. McKenzie, A. R. Why 
carers use adult day respite: a mixed method case 




Social cognitive theory 
 
Interaction of the person, behaviour and 
environment 
Reininger, B. M. Barroso, C.S. Mitchell-Bennett, L. 
Chavez, M. Fernandez, M.E. Cantu, E. Smith, K. L. 
Fisher-Hoch, S.P. Socio-ecological Influences on 
Health-Care Access and Navigation Among Persons 
of Mexican Descent Living on the U.S./Mexico 
Border. Journal of Immigrant and Minority Health, 
2014, 16 (2): 218-228 
 
conceptual framework of HMO's 
consumer friendliness and Preventive 
Care Utilization 
 
Conceptual model of role of consumer 
friendliness in the use of preventative health 
services  
Xiao, Q. Savage, G. T. Zhuang,W. A Longitudinal 
Model of the Dynamics Between HMOS’ Consumer-
Friendliness and Preventive Health Care Utilization. 
Journal of Health and Human Services 










Guay et al 2004Ciechanowski et al 2002Norris et al 2006Setia et al 2011Field et al 2001Stoller et al 2011Nguyen et al 2011Stahlnacke et al (2005)Witucki et al 1999Lee et al 2000
Access triangleModel of Attachment and health service utilisationPerso al Access to h alth care   Berry 1997 acculturationCarr-Hill et al 1994Cockerham 2007CSDH frameworkPetersen 1990Interaction model of client health behaviour (Cox)Donabedia
DEFINITION of utilisation this article talks about use as one element of access and current scope of paper is broader than use aloneprimary health car utilization; use of services; medi al care utilizationpersonal access to h alth care leading t  appropriate utilisationutilisati n ems to b  used as a way of mea ur ng acce s; used interchangeablyutilizatio  of services;p tter s, variatio  in uti izat on; access referred to as separate concept medic l c r  tiliz ; a tion, checkupsh lth service u e; utilization; u d rutilizati n"Utiliza io  st ds for th  amou t of care received" (p64)utilization of health care s rvi saccess to servic s evaluated based on use of services (Donabedian); refers to utilization patterns and to access
Domains ENVIRONMENTHealthcare systemX (workforce) X (eligibility, availability; amenability, compatability)X (supply) X (function, structure)X (prof ssional/technical competency, health information)X ( Structure - presence of s rvices; insurance type; financial organisation; process- interaction between practitioner and patient)
External environmentX (eco omic environment) X (socio-economic characteristics) X (environmental resources)
POPULATION Predisposing X (socio-demographic; health behaviours - drinking, smoking, physical activity)X (class, age, gender, race,  collectivities; healthy lifestyle; health behaviour - drinking, smoking, diet, exercise, checkups, seatbelts)X (race, age; perc ived discrimination)X (s lf care in lt , in illness)X (demographic, pr vious he lth care experience; adherenc )
Enabling x (have regular doctor) X (socialization experience)X (perceived neighbourhood cohesion)X (involvement in social networks)X (aff tive support; social influence)
Need X (demand) X (symptom reporting)X (perceived need)X (unmet need)X (health care need) X (self assesment of health status)
HEALTH Personal health status X (presence chronic condition)
Health service use X (appropriate utilisation; preventive health care)X (disposition to act, practices/action)X (health service use)X (professional help seeking; dependence on professional help)X (utilization of h alth care services)X (utilisation of servic )
OUTCOMES Perceived health status X (outcome - improved health)
Evaluated health status X (clinical health status indicators;  severity of health care problem)X (outcome - impr ved health)
Consumer satisfaction X (availability; improved quality of life) X (professional/ technical competency; satisfaction with care)X (process - pratitioner/patient in eract on)
OTHER X   X X X X X






Wallace and MacEntee 2012Hopman & Rock 1997Alborz et al 2005Reese et al 1997Fonseca-Becker et al 2010Lopez-Cevallos and Garside 2013Riley et al 2011Iversen et al 2011Mkanta et al 2006Mitchell et al 2002
Penchansky and Thomas 1981Filter odel Gulliford model of access Health belief modelLatino Health CompetenceHispanic Migrant Farmworker ModelHIV Cost and Services Utilization Study (HCSUS) model of utilizationICF Bi PsychosocialmodelInstitute of Medic ne
DEFINITION of utilisation access based on 'fit'; more than utilization rates - assess perception and satisfaction of access - use just one elementhealth care u ilization; tenders at primary caredefined as t  have acce  (ph sical) and to gain access (use service s cces fully)e lth c re utilizationin t ms of help seek ng behaviour; se king advice or tr atmenthe lthcar  utilization; u e of s r s in pas  two years servic s s ; infr quent use of primary care and any use of emergency or inpatient careuse of physical th ap  se vicesu iliza ion re ults from combination of fa t rsa cess d til zation us d interch ngeably 
Domains ENVIRONMENTHealthcare systemX (availability; accomodation; accessibility)X (organi ation determinants of heath care; setting attributes - quality, availability, experience dealing with PwID; responsiveness; liaison)X (how organised; quality of providers; availability)
External environment X (perceived barriers - legal status, cost, language)X (barriers to care)
POPULATION Predisposing X (acceptability) X (genetic, ethnicity, family, age, level of I/PD, lifestyle choices)X (demographics)X (socio-demographic; healt  history; Health behaviour)X (biog n ic indicators;  healt  e avi rs, diet; individual response - psychosocial stress, lifestyle)X (ag , sex, race ; marital status; history of exercise;)X biolog c characteristics ( .g. g netic predispo ition); psychological factors (e.g. lifestyle, stress, health beliefs)X (acce ability, attitudes, cultural, patient adherence;  language)
Enabling X (affordability) X (availability of carer/advocate; knowledge about person with ID)X (s lf-efficacy, health lit acy, personal & health resources)X (cultural indi ators - social support, family separation; language barrier; economic indicators - income and assets; education)X (income, e ployment; s cial etworks; insurance)social cond tions (e.g. cultural influences, family relatio ships, soci l upport)X (public support; insurance, reimbursement levels)
Need X (identification by person, by carer)X (cues to action, readiness variables) X (need for care)
HEALTH Personal health status X (pain) X (associated health problems)X  (il ness-related variables) X (disease duration; number of co-morbidities, fatigue; disability, MDHAQ); presence of health condition
Health service use X (attend primary care)X (help seeking; entry first contact access; continuing secondary access)X (health care utilization) X (acess to care,  use of gov rnment programs)X (i fr quent use of primary care; any ED/ inpatient/ hospital use)X (use of services - visits, procedures)
OUTCOMES Perceived health status X (health outcome) X (well being, functioning)
Evaluated health status X (diagnosis from GP; diagnosis at specialist clinic) X (RADAI; MDHAQ) X (mortality, morbidity)
Consumer satisfaction X (availability, accessibility, accommodation client satisfaction)X (setting attributes - quality, vailability, experience dealing with PwID; responsiveness; liaison)X (access to care, insurance) X (efficacy of treatment, appropriateness, equity of services)
OTHER X X X X X X
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Khan and Bhardwaj spatial model of utilisation of healthcare servicesLeventhal self regulation modelSuchman's st ges of illness theory 1965Pars n's sick role theoryScheffle  model linking social capital to healthShi & Stevens 2005 General Model of VulnerabilitySym tom Int rpretation Model (SIM) 1997Theory Pla ned BehaviourPr cede-Pr ceed  ModelEcological Perspective (US Department of Health & Human Services 2005)
DEFINITION of utilisation pathways to healthcare utilisation utilization is a linear relationship between five points; healthcare utilization; rates; drivers; use of CAM services ce tral to healthcare utilisation is assumption of the 'sick role'  healthcare utilization; rates; drivers; use of CAM services health serv c  utilisation as a way of understanding he pathway of impact of ocial capital n healthhea thc re utiliz tion; althcare usecar  use ndivid al's b vio r a consequence of p ce ved controluse of any he lth service
Domains ENVIRONMENTHealthcare systemX (number/location of facilities, nurses, physicians, managed care penetration; insurance market competition; medical practice stylesX (h alth information, health services, psychosocial supports)X ( ccess to care)
External environment X (social environment) X (policy level factors; 
POPULATION Predisposing X (age, gender, race) X (agreement that being sick is undesirable state)X (individual social capital, health habits)X ( ndividu  and community level)X (health literacy, knowledge; previous symptom experience)X (perceived control)X X (individual level factors)
Enabling X (income, education, social connectedness; transport; neighbourhood/culture; social opportunities, safety)X (social environment; cultural beliefs)X (society excus s ill person)X (p ych social suppo ts; c mmunity social capital)X (individual and c mmunity l vel) X X (environmental/geographic factors)
Need X (emotional well-being; appraisal)X (s ck person requires assistance to get better)X (i dividual and community level)X (symptom nterpretation)
HEALTH Personal health statusX (morbidity) X (health) X (symptom experience stage; assumption of sick role stage)X (person i  sick)
Health service useX (use of health services; ACSC admission rates: time spent waiting; potential access)X (medical care contact stag )X (s ek medical care) X (access services to improve blood glucose control)X use of services
OUTCOMES Perceived health status X
Evaluated health status X (health) X
Consumer satisfaction X (dependent patient role stage) X (quality of care, access to care)
OTHER X X X X X X X X
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Kleinman's model of health care systemts (1980)UNCRPD Frenk's Domains of AccessConceptual framework of access to health careConceptualCAM U ilization ModelConceptu  Mod l Simplified model for relationship between job stress and health care servicesConceptu l Model Conceptual model of long term care se vice useConceptual mod l to pred t health care utilization
DEFINITION of utilisation use of health care provided by others or use of self-careaccess is a broad term with focus narrowing to availability (intermediate domain) then accessibility (narrow domain)v rious definitions outlined e.g. utilization as quantity of service; utilization as proxy for ccess "deline te CAM services used as tr a ment fo  a specific medi al condition vs for other reasons (asymptomatic use"health re utilization; serv ce utilizationhe l h c r  utilizati n; utilization of health se vi esheal h r  u lization; underutilization; optimal utilizationutiliz tion of skill d nur ing facility; h me care service use healthca e utiliz t on
Domains ENVIRONMENTHealthcare systemX (professional arena) X (approachability, acceptability, availability and accommodation; appropriateness)X (access) X (infrastructure of health care serv ces; provider factor  - knowledge, research based treatment; communication between patient and provider)
External environmentX (lay/folk arena; culture) X (job strain, high job demand, low job control)
POPULATION Predisposing X (personal arena) X (demographics, social structures, health behaviours, media cues)X (indiv dual characteristics; p rceived barriers; earlier experiences with caregivers)X (potential healt  behavious ( .g. smoking, alcohol abuse, drug use, physical inactivity, excessive eating)X (education) X (race, social class, family structure)X ( g , gender, edu tion, marital status)
Enabling X (affordability; ability to perceive; ability to seek; ability to reach; ability to pay; ability to engage)X (enablement)X (social support, social networks)
Need x (need for care)X (health care needs; perception of needs and desire for care)X (perceived need, pat ent fa tors - regular checkups, medicine adherence)X (physical, men al and emotional illness)X (HCP disclosure) X (symptom perception; poor perceived health)
HEALTH Personal health status X (physical illness; mental distress)
Health service useX ( elf-care or use of healthcare provided by others)x (s a ch for care; initiation of care)X (heal h care utilisation, primary and secondary access)X (continuous tre tment; conclusion of treatment episode)X ( n ry i o a particul r service)X (he lth are services .g. utpatient and inpatient visits)X (utilization) X (long term care arrangementX (utilization)
OUTCOMES Perceived health status X (health consequence - health)
Evaluated health status
Consumer satisfaction X (health consequence - satisfaction; approachability, acceptability, availability and accommodation; appropriateness)X (quality of care; perce ved a cess)
OTHER X X x X X X X







Kosteniuk 2006Lee et al 2000Lee et al 2009McCormack et al 2001Seccombe 1995Yalon-Chamovitz 2009Ozegowski & Schumacher 2014Derose et al 2011Duterte et al 2008Owens et al 2011
Ideal type health cyclecon eptual framework combining elements of Donabedian and the Nursing Minimum DatasetTh oretical odel of provider discriminat o , unsatisfying interaction with  doctor, and current poor health through unmet need of health service utilization)Pathways to h althConceptual modelConcep ual model of cessibility consider tions for people with an intellectual disabilityPathway from heal hcare n ed to tilizati nConceptual f amewo k for Public Health's ro e in addressing dispari ie  in health care accessLiang e  al mode  of h lp seeking and cha ge 2005modif d model of ccess (bas  n blending of Pench nsky and Thomas with Maxwell)
DEFINITION of utilisation self reported use of dental services X (structure, process, service elements, nursing elements)healthcare utilizationhe lthcare use; use of services accessibility refers to ability of someone to move to, reach, navigate and enjoy a service utilization of health services; actual utiliz tionaccess and utilisa ion; link people to ne de  servicesuse f med cal services; h althcare utilization in year prior to studyu  d fined in terms of acc ss bility
Domains ENVIRONMENTHealthcare system X (perceived provider discrimination)X (sector services; accessing; appropriateness)X ( ccessibililty)X (availability, local accessibility, physician's willingness to serve, acceptability)X (provider upply and behaviour; waiting times; cultural compentency; advocacy; financial assistance)X (ava abil ty; acc sibility; a commodation)
External environment X (working conditions, environment)X (environment - social, cultural, physical, economic; public health - assurance, assessment, policy development)
POPULATION Predisposing X (socioeconomic, demographic, early life, genetics, biology; health related behaviours - formal and informal)X (pati nt ch racteristics)X (gender, ag education, race/ethnicity)X (lifes yle ehaviours; person)X (sex, ace, mari al status, age, residence)X (age, ex, social status; psychological disposition - health beliefs;  risk behaviour)X (individu  - genetics, heredity; healt  beliefs)X (individual and soci -cultural influ nces)
Enabling X (health related resources)X (income, health insurance type)X (family valu s, societal values and beliefs)X (p ver y st t s, type of insurance)X (literacy) X (social capital, financial resoures; external inducements)X (ability to pay; health li acy; health behaviour; social networks; trust in providers)X (int rp rson l & socio-cultural influences)X (affordability)
Need X (health and well-being) X (need)
HEALTH Personal health status X (current poor health status) X (problem recognition and definition); decision to seek help
Health service use X (unmet need of health care utilization)X (use of health services) X (utilization/ no utilization)X (access and utilization)X (support selection)
OUTCOMES Perceived health statusX (physical - oral, mental)
Evaluated health status X (outcome)
Consumer satisfaction X (unsatisfied patient-doctor interaction; health insurance type)X (accessing; appropriate ess) X (availability, local accessibility, physician's willingness to serve, acceptability)X (acceptability; appropri te to need)
OTHER X X X X X   
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Conceptual model by Taplin et al (2000)Conceptual mode of non-urgent ED useDecisio  making model of ED useH alth Action Process Approach (HAPA)Health Behaviour Framework by Bastani et al (1999)Theo etical model of demand for ambulance services Cooper Model o  Access to CareT nahashi mod l of health service coverage (1978)Int g ated Model for Behavioural Change (I-Change Model)Integrated Precaution Adoption Process Model and Implementation Intentions Concept
DEFINITION of utilisation mammography useuse of ED services utilization of EDvaccination behaviourscreening useambulance useindividual use of health servicesutilization utilization of preventive healthcareuse of screening
Domains ENVIRONMENTHealthcare systemX (health care system supports)X (acces , availability, cost, convenience, advice/referral)X (perceived racial issues with primary care option; referred by professional)X (pati nt barri rs/supports)X (cures to action - health awareness campaigns)X structural (av ilability, ap o ntments, organization); quality of providers; financial barriersX (s rv ce acity; potential and actual coverage)
External environmentX (facili ating conditions and logistics)X (barriers, cost of care, transportation/location) X (transportation) X information (message, channel, source); barriersX (barriers to screening - inconvenience)
POPULATION Predisposing X (percenved risk, past prevetative behaviour, demographics)X (age, gender, r ce; personality income; edu ation, occupation; previous healthcare experiences)X (self- fficacy; risk perception; intention)X(self-effi acy, perceived control, psyc ological distress & coping style, past adherence, readiness to change); medical history, demographics, insurance statusX( so -dem graphic  inc living status); elf-efficacy; pr vious exp ri ; health beliefs and preferencesX personal/family factor  inc inv lvement in c re; insu a  coverageX (targe  population=service targe )X (b havioura , psychologic l, biol gic l, ocial and cultural); s lf-efficacy; ability factors (implementation plans, performance skills, goal action)X Barri rs - fat lism, p in; s lf-ef icacy; prio  scre ning history; 
Enabling X (social support, culture and community norms; insurance; beliefs and knowledge about alternatives)X (knowledge of pri ary care ptions; past experience; internalized communi y perceptions; local advertising)X ( lanning) X (knowledge, communicatio & rapport with provider, subjective norms, social support)X (socia  & n twork su port)X (patient vie s of care; X awaren ss (knowl dge,c es to action) motivation (attitude, social influences)X ( aren s
Need X (experience symtoms; perceived severity)X (perception of current health need; assessment of benefits and barriers; cost benefit analysis)X (positive/ negative outcome expectancy)X (perceived susce tability, perceived severity, belief i  benefits vs costs; perceived outcome efficacy)X health status X risk percepti n; int ntion state (precontemplation, contemplation, preparation)
HEALTH Personal health status X (health status) X general health status; perceived acutenessX eal h tatus (mort lity; morbidity; well-being; functioning)
Health service useX (mammography use)X (no action, self-medicate, got to primary care, go to emergency department, go to other)vaccinat on beh viour X (us  of colorectal cancer sc eening)X (ambulance use; arrival method; frequent use)X visits o primary, specialist, emergency care; preventive, diagnostic, therapeutic proceduresutilization; s rvice outputX (scr eni g; behaviour state= tri l, maintenance)X (screening); action implem tation - follow through on when, where, how of breast cancer screening
OUTCOMES Perceived health statusX
Evaluated health status
Consumer satisfaction X patient views of care (experience, satisfaction, effective partnership)' efficacy of treatment; care appropriatenessX (service output)
OTHER X X X X X X X X X X 
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Integrated Precaution Adoption Process Model and Implementation Intentions ConceptConceptual model of M diating factors of educational effect of uptake of preventative health servicesC ceptual model of en ant cedents f diabe es risk t st useExtende p rallel process mod lModel f uptak  of nterve tion by families Model of heal h care disparitiesa nd disability (MHDD)onc ptual model of relationship between healthcare consumption and ethnic inequalitiesdyn mic social ystems conceptual fr meworkMa low's hierarchy o  ne dSoci  cognitive theoryc nceptual fram work of HMO's consumer friendliness and Preventive Care Utilization
DEFINITION of utilisation use of screeninguptake of preventive health servicesuse of diabe e  risk t tprote tive behaviours - self-examination, physician examination, mammographyutil sation defined as uptake; spe fic to early bird interventions for children with autism, intervention focused on parentsutilization f health areconsumption of he lthcaracc ss a d b rriers to testing; use of testing/screening; access det rmi ed linked by inter-individual and within individual processes from structural factorsus  f adult day re pite servicecc s and n vi ation; accessed healthcareutilization of preve tive ca e
Domains ENVIRONMENTHealthcare system X (availability of information, match between program and family (language, pedagogy), culturally targeted distribution of information. X (structural, financial, provider attitudes etc of health system environment; policies), education and quality o  heal hcare providersX (healthcare n qual ies)X (macro, m o, micro structut l levels) X (HMO's consumer fri ndli ess)
External environmentX (barriers to screening - inconvenience)X (barr rs, cues to action, monitors, blunters)X (message components - self-efficacy, response efficacy, susceptability, severity); individual differencesX (accessi ility - venue, transport, child care, scheduling)X (tra sport tion, location, nat ral/b ilt environment, pol c es)X ( ettings)
POPULATION Predisposing X Barriers - fatalism, pain; self-efficacy; prior screening history; X (patience, confidence, self-efficacy, motivation); educationX (g nder, ag education; susceptability; motivation)X (perc ved effi ac - se f-effica y, response efficacy)X (body functions, structures, impairment); personal factors inc. health beliefs, health literacy etc. trust/mistrustX (within individual processes; substance abuse; sexual behaviours)X (behavioural capability - knowledge and skill); health beliefs; self-efficacy/confidence
Enabling X (awareness)X (social inclusion, awareness, health knowlegdge, communication)X (social norm, cues to acti n)X (fear, motivation - protection/defensive)X (family factors - ac ulturation, attribution, ability to access, care giver stress, family functioning, caregiver education, family support for intervention)x (suppor  and relationships, cultural and social f ctors, X (informed choice and decisi n patient factors that determi e c sumption)X (inter-in ivid al proc sse ; resources, social control and influenc ; social i terconnectedness)X (outcome expectations - health beliefs, risks, monetar costs, incentiv s)
Need X (susceptability, seriousness; benefits)X (perceived threat - suscpetability, severity)X (clinical rel v nce - interpretation of difference, degree of disability, availability of diagnosis, timing of information, service meets family perception of need)X (medical sev rity)X (substance abuse; sexual beh viours)X (biologica  and physiological, safety, belongingness and love, esteem
HEALTH Personal health status x (health status, conditions, secondary conditions, quality of life, disability days)X (medical severity)
Health service useX ( creening); action implementation - follow through on when, where, how of breast cancer screeningX (use of preventive health services)X (us of diabetes risk test)X (mammography, physician examination)x (utilization of healthcare; days hospitalized)X (healthcare con umption)X (HIV related behaviour, screening/testing)h althcar  accessedX (pr ventive healthcare utilization)
OUTCOMES Perceived health status X (ethnic inequalities in health outcomes)
Evaluated health status x (disability days, employment)X (ethnic inequalities in health outcomes)
Consumer satisfaction X( absence of ethnic inequalities in consumption and outcomes)
OTHER X X X X X X X X X   X X





Appendix B7: List of ‘other specified’ variables identified in framework mapping 
Variables not found in previous reviews Variables found in other reviews 
Babitsch et al 2012 Guilcher et al, 2012 
personal attachment style; 
patience; intrinsic motivation, cognitive appraisal, affective response; Self-confidence; 
avoidance; 
Vulnerability 
safety, belongingness and love needs 
level of intellectual and/or physical disability 
ability factors at individual and family level ; 
cognitive level; 
disease activity index (RADI); 
multi-dimensional health assessment questionnaire (MDHAQ); 
days hospitalised, disability days and employment as health outcomes, 
perceived susceptibility 
Religious beliefs; Cultural Beliefs/ cultural matching, social control and influence; social 
interconnectedness; feminism;  
readiness to change; Outcome expectancy/efficacy;  
Assumption of sick role; disposition to act 
Health competence; Health knowledge; Awareness and information factors; 
Inaccurate symptom interpretation; Perceived threat; planning 
life events; life changes/structure; 
permanent change or modification of life situation; life disclosure; 
perceived control;  
high or low control of services; 
agency; decisional control; 
informed choice and decision-making 
Life/ lifestyle choices; choosing/appraising; decision to seek help;Adherence; 
Process component - danger control/fear control; fear 
Cost/benefit analysis; competing priorities,  
equity in health, equity of services; decreased disparity; concept of ethnic inequalities in 
consumption of healthcare and health outcomes;  
resources, monetary costs, incentives, 
healthcare reaching; 
health consequence; 
efficacy of treatment, care appropriateness,  
health outcomes at individual and community level;  
accommodation; 
accessibility of facility and equipment  
Actual and potential service coverage  
Service capacity  

















Patient views of care (health 
beliefs and trust in/familiarity 







internal and external locus of 















personality (predisposing);  
Self-efficacy (under predisposing);  
safety (level of crime – 
environmental); 
physical disability (physical function 
under Need);  
recovery or rehabilitation stage (years 
post injury as predisposing); 
rheumatoid arthritis (need) 
perceived severity (severity of injury 
under need factors); 
number of medical visits, number of 




















Availability of services under 
environmental); 








UNCRPD article 25  
Human rights; Advocacy 
Quality of providers;  
Communication and rapport with provider 
Barriers  
Local advertising ; 
Cues to action; Message – acceptance/rejection;  
alleviating stigma 
living conditions; 
living conditions - physical, biological, social, cultural, material; 
job strain, job demands 
housing conditions  
traffic congestion/courtesy, distance; climate  
transportation working conditions  
Mother - age, race, marital status, education, employment status; if child is in or out of house; 
mothers (or carer/family) - functional ability, burden; future worry); 
availability of carer/advocate; 
relationships; 
cultural distance  
societal attitudes; 
Folk arena;  
Social norms  
Social inclusion 
social capital – individual and community level; 
social indicators  
intention to use service;  
utilisation propensity; 
unmet need; 
delay or no treatment; 
self-care; 
multiple types of use options; 
referral by medical practitioner; 
behaviour state  
ability to get care (perceive, seek, access); 
reinforcing factors – incentives to continue behaviour; family support for intervention 




Process of interaction/communication/rapport between provider and patient 
Self-care  
Family separation 
Sick person requires assistance 





language/ability to speak 










Barriers (including legal status, 
language, cost) (access 
barriers – enabling factors); 
social indicators - legal status 
(predisposing), 
 





cultural incompatibility under 
cultural factors, 
social indicators:  
legal status (predisposing),  






























housing conditions (housing situation 
e.g. assisted living as Enabling); 





























Appendix B8: ID specific papers referred to in review  
Paper  Framework used  
Alborz A, McNally R, Glendinning C. Access to 
health care for people with learning disabilities in 
the UK: mapping the issues and reviewing the 
evidence. Journal of health services research & 
policy. 2005;10(3):173-82. 
Gulliford model (adapted) 
Pruchno RA, McMullen WF. Patterns of service 
utilization by adults with a developmental 
disability: type of service makes a difference. 
American journal of mental retardation : AJMR. 
2004;109(5):362-78. 
Andersen model (adapted) 
Lin JD, Loh CH, Yen CF, Li CW, Chwo MJ, Wu JL. 
Medical care services for people with intellectual 
disabilities living in the general community: A 
cross-sectional survey of inpatient care utilization 
in, Taiwan, 2001. Disability and rehabilitation. 
2007;29(18):1411-6. 
Andersen model 
Slayter EM. Disparities in access to substance 
abuse treatment among people with intellectual 
disabilities and serious mental illness. Health & 
social work. 2010;35(1):49-59. 
Andersen model 
Meade, M. A; Mahmoudi, E. Lee, S-Y. The 
intersection of disability and healthcare 
disparities: a conceptual framework. Disability 
and Rehabilitation. 2015, 37 (7): 632-641 
Model of health care 
disparities and disability 
(MHDD) 
Birkin C, Anderson A, Seymour F, Moore DW. A 
parent-focused early intervention program for 
autism: who gets access? Journal of Intellectual & 
Developmental Disability. 2008;33(2):108-16. 
Model of family uptake 
Owens J, Dyer TA, Mistry K. People with learning 
disabilities and specialist services. British dental 
journal. 2010;208(5):203-5. 
Model of dental access 
Pulcini J, Howard AM. Framework for analyzing 
health care models serving adults with mental 
retardation and other developmental disabilities. 
Mental retardation. 1997;35(3):209-17. 
Donabedian framework 
Yalon-Chamovitz S. Invisible access needs of 
people with intellectual disabilities: a conceptual 
model of practice. Intellectual and developmental 
disabilities. 2009;47(5):395-400. 
Accessibility model 
Wilkinson JE, Lauer E, Freund KM, Rosen AK. 
Determinants of mammography in women with 
intellectual disabilities. Journal of the American 
Board of Family Medicine : JABFM. 
2011;24(6):693-703 





APPENDIX C1: DATA LANDSCAPE SCOPING EXERCISE – ABSTRACTS 
ACCEPTED FOR ORAL PRESENTATION AT IASSID REGIONAL 
CONGRESS, TOKYO, JAPAN, 2014 
 
Abstract title: Disaggregating for Intellectual, interpersonal and learning disability - an 
exploration of the Irish National Disability Survey 2006  
Authors: O’Donovan, M-A; Brady, G; Byrne, E., Hasheem, M 
 
Background:  The National Disability Survey (NDS) was conducted in Ireland in 2006, 
providing details on prevalence of disability as well as data on participation and 
activities. The category of ‘intellectual and learning’ consisted of those with difficulty in 
intellectual function (e.g. acquired brain injury or Down Syndrome), difficulty with 
interpersonal function (e.g. autistic spectrum disorder) and difficulty with learning 
everyday skills (difficulty reading, writing, using simple tools). These sub-categories have 
not been analysed separately previously.  Potential differences may be masked.  
Method: The sample was identified through the disability questions on the 2006 Census.  
NDS data was obtained through face-to-face interviews conducted with adults, children 
and those living in institutions or with a proxy respondent on behalf of that individual 
where more appropriate (particularly relevant in the case of children). Analysis is based 
on sample of 12,661 people with disabilities, of which, 3,182 people (25.1%) had an 
intellectual and learning disability (based on non-weighted sample).  
Results: Based on non-weighted sample data similarity in help received and services 
used/needed for those with main disability of intellectual and main disability of 
interpersonal were found with greater differences for those with main disability 
learning. Gender differences were also found. The greatest need for care services was 
for respite for all groups with differences in extent of need across groups.  
Conclusions/Implications: Exploration of the NDS illustrates differences in service 
use/need for those with main disability intellectual, main disability interpersonal and 
main disability learning. Caution is needed in interpreting data that aggregates all three 
categories. Service planning in health and social services should be mindful of such 
divergences when accessing data to inform policy and planning. Definition and 




Abstract title: The profile and service use/need of people with intellectual disability in 
Ireland – a comparison of cross sectional and administrative data   
Authors: O’Donovan, M-A; Brady, G; Byrne, E., Hasheem, M 
 
Background:  A post-census National Disability Survey (NDS) was conducted in Ireland 
for the first time in 2006. This provided detailed information on prevalence of disability 
as well as data on participation and activities. The National Intellectual Disability 
Database (NIDD) is an administrative database of the Department of Health Ireland and 
captures data on the specialised services used and needed by people with intellectual 
disability.  
Method: NDS data was obtained through face-to-face interviews conducted with adults, 
children, those living in institutions or with a proxy respondent where appropriate 
(particularly relevant in the case of children). The sample was identified through 
disability questions on the 2006 Census. The NDS records 3,182 people (25.1%) with an 
intellectual and learning disability (non-weighted data). In 2006, there were 25,518 
people registered on the NIDD with 2011 figures showing an increase to 27,324 people. 
Data is compared across the NDS and NIDD 2006 and 2011.  
Results: Of those surveyed in the NDS, 450 were registered on the NIDD.  Gender profile 
was similar across data sources. A higher percentage of those in the NDS and registered 
on NIDD are living at home (in private households) compared with those registered on 
NIDD. Day service use was higher for those on NIDD. 
Conclusions/Implications: The results highlight some consistency across data sources. 
Differences are largely explained by differing definitions of intellectual disability and 
contrasting age profiles. Administrative sources are invaluable for informing health 
policy. Large scale cross sectional studies can serve to validate this data and help 

















 Online platform 
that provides up 





actions   
Keeping in Touch Strategy - The Intellectual Disability Supplement to The Irish Longitudinal 
Study on Ageing (IDS-TILDA) 








It is imperative for longitudinal studies that a solid ‘keeping in touch’ strategy is employed to maintain 
the link with the participant community. Maintaining connectivity with participants ensures they 
remain central to the study, are acknowledged for their contribution and preserve study numbers. 
Along with hybrid publications, IDS-TILDA has created such platforms for their study participants to 























every year from 
the PI and study 
team 
 Each participant 
receives a phone 
call from the study 
team prior to 
recommencement 
in the field 
 This contact is 
ongoing and 
ensures a link with 
participants, and 
confirmation of 











in services  
 Such events are 
ongoing and it is 
anticipated that 
this activity will 
increase as the 






























Field Research Training Package – The Intellectual Disability  
Supplement to The Irish Longitudinal Study on Ageing  
As part of the three day comprehensive training package the field researcher receive input on the 
background and justification of the study, the findings to date and the justification for each module included 
in the study. The training package incorporates the following broad elements. 
QUESTIONNAIRE ETHICAL ISSUES 
DATA SECURITY AND 
PROTECTION 
Administration of study 
questionnaire and associated 
instruments 
 TSI 
 Mental Health items 
Understanding of specific 
definitions associated with 
individual questions 





 Use of showcards 
Proxy interviewing 
Importance of gatekeepers, 
service link persons and 
maintaining these links 
Incorporating principles of ethics 
in field research 
 Beneficence 
 Non-maleficence 
Confidentiality at all stages of 
field research to incorporate field 
researcher decorum  
Researcher Integrity 
Study Integrity  
Participants Rights  
Respect – to include respect of all 
persons involved in the study 
 Participants 
 Families 
 Service providers 
 Link person 
 Support staff  
 Key worker 





 Hard copies 
 Soft copies 
 Office practice 
Participant Wellbeing 
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1.0 Protocol Statement 
This policy will provide guidance on the use of IDS-TILDA research project data findings 
and results for the IDS-TILDA research team itself, for PhD/MD students and any person 
with whom the PIs may collaborate in the development of peer reviewed articles, 
presentations or any electronic or other dissemination.   
In support of fundamental research ethical principles requiring the safeguarding participant 
confidentiality and strict adherence to fundamental precepts of research integrity, all access 
to, use of and publications from IDS-TILDA data will be managed and approved by the 
IDS-TILDA PIs supported by the project manager and the data manager.   
 
2.0 Background 
Currently, the IDS-TILDA dataset is only available with the permission of the PIs. With 
suitable protection the investigators will consider to access the dataset as they recognise the 
criticalness that publications from IDS-TILDA data be developed including by students and 
collaborators to (1) increase knowledge about the ageing of people with intellectual disability 
across a range of disciplines, (2) support the training of researchers, (3) influence 
consideration of key policy concerns and (4) offer data reports likely to encourage support 
for subsequent waves of data collection for the benefit of people with ID.   
3.0 Definition of Terms  
IDS-TILDA: Intellectual disability supplement to the Irish longitudinal study on ageing in 
Ireland hereinafter referred to as the project. 
Investigators or PIs: Refers to the principal investigators Professor Mary McCarron and 
Professor Philip McCallion.  
Research team member: All staff employed in the IDS-TILDA research study project either 
full time, part-time or under a contract basis as well as PhD/MD students supervised by the 
PIs. 
Collaborators: All persons invited to contribute, write and work in a joint intellectual capacity 
with the IDS-TILDA team and investigators. 
Public Use Dataset: At a future time the IDS-TILDA team will make the IDS-TILDA dataset 
available in an appropriate data archive. The specific protocol for the use of such a dataset 
will be posted there. In the interim, there is no public use dataset.   
4.0 Scope of the Protocol 
The protocol applies to all uses of the data other than by the investigators and research team 





5.0 Purpose of the Protocol 
The purpose of this policy is to provide all IDS-TILDA research team members, PhD and 
masters students and collaborators clear guidance regarding the use of project data to include 
all analyses, publications, oral presentations, electronic dissemination and/or other 
dissemination of the data. 
 
6.0 Data User Roles and Responsibilities 
All persons wishing to have access to data shall complete an IDS-TILDA Contract of 
Agreement and Data Access Request Form and furnish this to the investigators Prof. Mary 
McCarron and Prof. Philip McCallion (hardcopy and email).  
Until such times as data files are posted as a public use dataset, the IDS-TILDA Contract of 
Agreement and Data Access Request Form must include (1) specification of a time period 
to access the data, (2) explanation of the research question and related analyses, (3) intended 
type of publication/dissemination, (4) a signed agreement that all PI stated restrictions on 
use will be adhered to and that a copy of the final data analysis file will be provided to the 
PIs for the IDS-TILDA data archive (5) acknowledgement in all products that IDS-TILDA 
is the source of the data, using the language provided by the investigators and (6) 
acknowledgement that the principal investigators will be the final arbitrator for all publication 
and data access related decisions. 
6.1 Access to Data Concerns 
Conducting research carries the responsibility to protect the confidentiality and privacy of 
participants.  Access to data will therefore be carefully managed and granted to appropriate 
persons on the sole discretion and permission of the investigators.  All data furnished shall 
be logged and tracked by the data manager in the IDS-TILDA office.  All persons wishing 
to access data shall do so in adherence to the IDS-TILDA Contract of Agreement and Access 
to Data Procedure.  
6.2 Data Access and Use by Investigators, Research Team members, Designated 
Collaborators and Investigator – supervised MD/PhD students  
In providing access to the data the investigators reserve the right to directly write articles 
themselves, support PhD/MD students they supervise in the development of approved 
theses, and work with research team members and approved collaborators on the 
development of additional articles.  
1. After receiving signed approval for the project proposal (see Permission to Access 
Data Proposal form) the research team member, collaborator or supervised 




2. Data will be accessed on secure computers located in the IDS-TILDA office. 
3. Permission to access will only be for the approved variables and timeframe. 
4. No data shall be removed, copied or accessed outside the IDS-TILDA office. 
5. Agreement to the terms of this protocol and procedure is understood on signature 
of the Data Access Proposal Form. 
Access to the data is granted with the additional understanding that the investigators will 
have the opportunity to be among the authors on all publications, determine the scope of 
each article, authorize order of authorship, and establish the timelines for publication. These 
requirements are further specified in 6.3 and 6.4.  
6.3 Authorship 
For PhD/MD students and research staff, the investigators shall authorise all aspects of the 
proposed publications.  This includes the content of the paper, early discussion of 
publication and authorship practice for the work, the appropriate authorship, the place of 
publication, the protection of intellectual property rights, and any release of results on the 
Internet. 
 
An approved thesis will be the work of the PhD/MD student and will be completed within 
a timeline agreed with the investigators.  
 
Articles by research team members and designated collaborators as well as articles resulting 
from PhD/MD theses are encouraged by the investigators and the scope, content, timeline 
for completion and order of authorship of articles to be completed will be negotiated in 
advance with the investigators. In particular, the investigators reserve the right to take back 
control of an article if agreed timelines are not met.   This may include changing the originally 
agreed order of authorship. 
 
The investigators will be the final arbitrators of all related decisions. 
 
6.4 Criteria for authorship. 
 
To be recognized as an author, a research team member, collaborator or PhD student shall 
 Contribute substantially to the IDS-TILDA creative process within any of the 
following areas: generation of hypotheses, data collection, analysis or interpretation 
of data. 
 Contribute substantially to the preparation of the article to be published either 
through preparation of drafts or through critical revision. 
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 Accept in writing the final draft and be prepared to take public responsibility for 
the content.  
 Meet the specific requirements for authorship required by any journal considered 
for publication.   
 Within reasonable limits accept responsibility for the contents of the report 
as being based on honest research. 
 
For members of the research team, designated collaborators and/or by PhD/MD students 
supervised by the investigators, the investigators must have the opportunity to review and 
approve the final version of any article/presentation/report to be submitted for publication 
or other type of dissemination. 
 
 
7.0  Data Access Procedure for Non-Research Team Members or Investigator  
supervised PhD/MD students 
 
After receiving signed approval from the investigators for the project proposal (see 
Permission to Access Data Proposal form). 
 
1. Researcher or PhD/MD student (with a co-sign by their supervisor) will complete a 
variable request form (approved list will be available on confirmation of proposal) 
and submit the form to the data manager. Should the researcher seek variables 
beyond the approved list (e.g., identifiable variables such as open questions) a 
separate request shall be made to the investigators, cc the project and data 
managers. 
2. The Project Manager will obtain related access permissions to the Drive on the 
secure IDS-TILDA server (this will require at least one week after receipt of data 
access approval). 
3. On receipt of access permission the Data Manager will set up a secure folder with 
the data set requested. 
4. The dataset is then available to access on a computer available in the IDS-TILDA 
office; the procedure for doing this will be demonstrated on the first day at the 
office. 
5. All analysis shall be undertaken in the IDS-TILDA office, to that end approved 
researchers and PhD/MD students must arrange dates for ‘hot desk’ access (this 
can be arranged when requesting folder setup) by liaising with the executive officer, 
Ms Madeline Smyth at msmyth2@tcd.ie or idstilda@tcd.ie or through the project or 
data managers. 
6. No data shall be removed, copied or accessed except within the assigned folder on 
the secure J drive. 
7. No data shall be removed, copied or accessed outside the IDS-TILDA office. 
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8. Agreement to the terms of this protocol and procedure is understood on signature 
of the Data Access Proposal Form. 
 




An Bord Altranais (2007) Guidance to Nurses and midwives regarding Ethical Conduct of Nursing and 
Midwifery Research. An Bord Altranais: Dublin. 










APPENDIX D1: PROFILE OF IDS-TILDA SAMPLE BY TYPE OF LIVING 


















 n (%) CI at 
95% 
n (%) CI at 
95% 
n (%) CI at 
95% 






























Age groups * 

































Level of ID * 































Highest level of 
education 
 













Secondary 13 (2.3) 1.2-3.8 4 (3.7) 1.1-9.5 4 (2.0) 0.6-5.3 5 (1.9) 0.6-4.4  




















Current status  























































































Health   



























































































5 or more meds 359 (47.7) 44.1-
51.3 

















































Service use  




























































































































































































































Geriatrician 19 (2.5) 1.5-3.9 1 (0.8) 0.0 5 (1.9) 0.6-4.4 13 (3.7) 2.0-6.2 * 
Endocrinology 30 (4.0) 2.7-5.6 0 (0.0) 0.0 8 (3.0) 1.4-5.9 22 (6.2) 4.0-9.2 * 
Dermatological 32 (4.2) 3.0-5.9 4 (3.1) 0.9-7.9 10 (3.7) 1.9-6.8 18 (5.1) 3.1-7.9  



















































Hep B vaccine 
512 (70.7) 
67.2-













test 569 (76.4) 
73.1-














Blood glucose test 
566 (76.0) 
72.8-












Check breasts for 
lumps 182 (50.1) 
45.0-
55.2 21 (33.3) 
22.9-
45.6 62 (46.3) 
38.0-




GP check breasts 
207 (56.2) 
51.1-
61.2 20 (31.3) 
21.1-











53.0 28 (43.8) 
32.2-
55.9 71 (51.8) 
43.5-




Check testicles for 
lumps 67 (20.6) 
16.5-
25.3 13 (21.7) 
12.9-
33.7 18 (15.0) 
9.6-




GP check testicles 
130 (39.8) 
34.5-
45.1 14 (23.7) 
14.5-
36.0 51 (42.1) 
33.7-







34.3 10 (16.9) 
9.2-
28.6 36 (29.5) 
22.1-




Prostate blood test 
162 (49.4) 
44.0-
54.7 14 (23.7) 
14.5-
36.0 56 (46.3) 
37.3-




(* indicates significant association at the level of p<0.05 was found between type of living arrangement and the variables listed in 





APPENDIX D2: PROFILE OF IDS-TILDA SAMPLE BY TYPE OF LIVING 















 n (%) CI at 95% n (%) CI at 95% n (%) CI at 95% n (%) CI at 95%  
Gender  
Male 308 (44.1) 40.4-47.7 51(45.5) 36.6-54.7 141(46.2) 40.7-51.8 116(41.1) 35.5-46.9  
Female 391 (55.9) 52.2-59.6 61(54.5) 45.2-63.3 164(53.8) 48.1-59.2 166(58.9) 53.0-64.4  
Age groups * 
43-49 years 196(28.0) 24.8-31.5 47(42.0) 33.2-51.2 85(27.9) 23.1-33.1 64(22.7) 18.1-27.9  
50-64 years 355 (50.8) 47.1-54.4 52(46.4) 37.4-55.6 160(52.5) 46.8-57.9 143(50.7) 44.9-56.4  
65 + years 148 (21.2) 18.3-24.4 13(11.6) 6.7-18.9 60(19.7) 15.5-24.5 75(26.6) 21.7-32.0  
Level of ID  * 
Mild 153 (23.7) 20.5-27.1 45(47.4) 37.3-57.4 75(26.8) 21.9-32.2 33(12.2) 8.8-16.7  
Moderate 300 (46.5) 42.7-50.3 44(46.3) 36.2-56.3 139(49.6) 43.8-55.4 117(43.3) 37.5-49.2  
Severe/ profound 192 (29.8) 26.3-33.4 6(6.3) 1.4-11.2 66(23.6) 18.9-28.8 120(44.4) 38.6  
Highest level of 
education   
Primary 319(60.5) 56.3-64.6 66(75.0) 65.9-84.0 153(67.7) 61.3-73.4 100(46.9) 40.3-53.6  
Secondary 11(2.1) 1.1-3.7 2(2.1) 0-5.3 8(3.5) 1.6-6.9 1(0.5) 0-2.8  
Other  5(0.9) 0.3-2.2 2(0.9) 0-5.3 3(1.3) 0.2-4.0 0(0.0) 0-2.1  
None 192(36.4) 32.4-40.6 18(20.5) 10.1-26.2 62(27.4) 22.0-33.6 112(52.6) 45.8-59.1  
Current status  
Retired 45(6.4) 4.8-8.5 4(3.6)  16(5.2) 3.1-8.4 25(8.9)  * 
Employed 42(6.0) 4.4-8.0 13(11.6) 6.7-18.9 22(7.2) 4.7-10.7 7(2.5) 1.1-5.1 * 
Self-employed 1(0.1) 0-0.8 0(0.0) 0-3.9 0(0.0) 0-1.4 1(0.4) 0-2.2  
Sheltered workshop 44(6.3) 4.7-8.3 11(9.8) 5.4-16.8 26(8.5) 5.8-12.2 7(2.5) 1.1-5.1 * 
Day service 463(66.2) 62.6-69.6 85(75.9) 67.1-82.9 208(68.2) 62.7-73.1 170(60.3) 54.4-65.8 * 
Unemployed/ 
looking for work 
4(0.6) 0.1-1.5 2(1.8) 0.09-6.7 1(0.3) 0-2.0 1(0.4) 0-2.2  
Unable to work due 
to permanent 
sickness/ disability 
55(7.9) 6.0-10.1 1(0.9) 0-5.3 26(8.5) 5.8-12.2 28(9.9) 6.9-14.0 * 
Looking after home 
or family 
1(0.1) 0-0.8 0(0.0) 0-3.9 1(0.3) 0-2.0 0(0.0) 0-1.6  
In education/ 
training 
4(0.6) 0.1-1.5 2(1.8) 0.09-6.6 2(0.7) .02-2.5 0(0.0) 0-1.6 * 
Other  93(13.3) 10.9-16.0 8(7.1) 3.4-13.6 31(10.2) 7.2-14.1 54(19.1) 14.9-24.1 * 
Health          * 
ADLs 2+ 637(91.1) 88.4-92.7 87(77.7) 69.0-84.4 285(93.4) 90.0-95.7 265(93.9) 90.4-96.2 * 
IADLs 2+ 458(65.5) 61.4-68.4 42(37.5) 29.0-46.7 180(59.0) 53.4-64.4 236(83.6) 78.9-87.5 * 
Self-report health 
(fair/poor) 
108(15.5) 13.0-18.4 9(8.0) 4.1-14.7 39(12.8) 9.5-17.0 60(21.4) 17.0-26.6  
Self-report health 
(good) 





















Have full medical 








5 or more meds 464 (13.0) 62.7-69.7 29 (25.9) 18.6-34.7 200 (65.6) 60.1-70.6 218 (77.9) 72.1-81.8 * 
Support  
Have personal plan? 586(86.4) 83.6-88.8 69(66.3) 56.8-74.7 273(90.7) 86.8-93.5 244(89.4) 85.1-92.5 * 
Have independent 
advocate? 
146(22.0) 19.0-25.3 17(16.0) 10.1-24.2 72(24.7) 20.1-30.0 57(21.4) 16.9-26.7  
Access to advocacy 
service? 









573(83.0) 80.0-85.6 77(68.8) 59.6-76.6 250(82.2) 77.5-86.1 246(89.8) 85.5-92.8 * 
Difficulty with 
numbers 
553(80.6) 77.5-83.4 67(59.8) 50.5-68.4 243(80.2) 75.3-84.3 243(89.7) 85.4-92.7 * 
Difficulty with 
money 
542(78.7) 75.4-81.5 64(57.7) 48.3-66.4 233(76.6) 71.5-81.0 245(89.4) 85.1-92.5 * 
Difficulty with 
computers 
589(87.4) 84.6-89.7 72(80.0) 71.5-86.4 249(88.1) 83.9-91.4 245(89.6 85.3-92.7 * 
Service use          
GP 669(96.4) 94.7-97.5 105(93.8) 87.4-97.1 292(96.1) 93.1-97.7 272(97.8) 95.2-99.1 * 
PHN 79(11.4) 9.2-13.9 18(16.1) 10.3-24.0 48(15.8) 12.1-20.3 13(4.7) 2.6-7.9 * 
OT 162(23.3) 20.3-26.6 10(8.9) 4.7-15.8 54(17.8) 13.8-22.4 98(35.3) 29.8-41.0 * 
Chiropody 444(64.0) 60.3-67.4 38(33.9) 25.8-43.1 189(62.2) 56.5-67.4 217(78.1) 72.8-82.5 * 
Physio 168(24.2) 21.1-27.5 11(9.8) 5.4-16.8 67(22.0) 17.7-27.0 90(32.4) 27.1-38.1 * 
Social work 141(20.3) 17.5-23.5 17(15.2) 9.6-23.1 50(16.5) 12.7-21.1 74(26.6) 21.7-32.1 * 
Psych/ counselling 107(15.4) 12.9-18.3 8(7.1) 3.4-13.6 63(20.8) 16.5-25.7 36(12.9) 9.4-17.4  
Home help 23(3.3) 2.1-4.9 13(11.6) 6.7-18.9 6(2.0) 0.8-4.3 4(1.4) 0.4-3.7 * 
Personal care 
attendant 
133(19.2) 16.5-22.3 7(6.2) 2.8-12.6 49(16.2) 12.4-20.7 77(27.8) 22.8-33.3 * 
Meals on wheels 8(1.2) .05-2.3 1(0.9) 0-5.3 4(1.3) 0.3-3.4 3(1.1) 0.2-3.2  
Optician 303(43.7) 40.1-47.4 38(33.9) 25.8-43.1 144(47.5) 41.9-53.1 121(43.8) 37.8-49.4  
Dental 413(59.6) 55.9-63.1 50(44.6) 35.7-53.8 187(61.7) 56.1-67.0 176(63.3) 57.4-68.7 * 
Hearing 96(13.9) 11.5-16.6 14(12.5) 7.4-20.0 47(15.5) 11.8-20.0 35(12.6) 9.1-17.0  
Pharmacist 432(62.2) 58.5-65.7 54(48.2) 39.1-57.3 206(67.8) 62.3-72.7 172(61.9) 56.0-67.3  
Dietician 216(31.1) 27.7-34.6 7(6.2) 2.8-12.5 73(24.0) 19.5-29.1 136(48.9) 43.0-54.7 * 
Speech and 
language 
192(27.7) 24.4-31.1 4(3.6) 1.1-9.1 72(23.7) 19.2-28.7 116(41.7) 36.0-47.5 * 
Day centre 430(62.0) 58.2-65.4 72(64.3) 55.0-72.5 210(69.1) 63.6-74.0 148(53.2) 47.3-59.0 * 
Respite 61(8.8) 6.8-11.1 37(33.0) 24.9-42.1 12(3.9) 2.2-6.8 12(4.3) 2.4-7.4 * 
Residential 456(65.7) 62.1-69.1 11(9.8) 5.4-16.8 222 (73.0) 67.7-77.7 223(80.2) 75.1-84.4 * 
Psychiatry 270(38.9) 35.3-42.5 12(10.7) 6.0-17.9 120(39.5) 34.1-45.0 138(49.6) 43.8-55.4 * 
Neurological 77(11.1) 8.9-13.7 9(8.1) 4.1-14.7 31(10.2) 7.2-14.1 37(13.3) 9.7-17.8  
Geriatrician 9(1.3) 0.6-2.4 0(0.0) 0-3.9 6(2.0) 0.8-4.3 3(1.1) 0.2-3.2  
Endocrinology 25(3.6) 2.4-5.2 0(0.0) 0-3.9 12(3.9) 2.2-6.8 13(4.7) 2.6-7.9 * 
Dermatological 29(4.2) 2.9-5.9 1(0.9) 0-5.3 14(4.6) 2.6-7.6 14(5.0) 2.9-8.3  
Palliative 8(1.2) 0.5-2.2 0(0.0) 0-3.9 3(1.0) 0.1-2.9 5(1.8) 0.6-4.2  
Screening  
Flu injection 641(92.4) 90.2-94.2 82(74.5) 65.6-81.8 285(94.1) 91.5-96.7 274(97.9) 95.2-99.1  
Cholesterol check 628(90.5) 88.1-92.4 84(75.7) 66.8-82.7 275(90.5) 92.3-97.4 269(96.4) 95.6-99.3 * 
Blood pressure 
measured 
669(96.8) 95.2-97.9 101(93.5) 87.0-97.0 291(96.0) 93.5-98.0 277(98.9) 96.7-99.7 * 
Hep B vaccine 437(65.8) 62.1-69.3 35(32.7) 24.5-42.0 191(65.2) 59.5-70.4 211(79.9) 74.6-84.3 * 
Thyroid function test 559(81.9) 79.0-84.7 56(52.3) 42.9-61.5 244(81.6) 76.8-85.6 259(93.8) 90.6-96.4  
Blood glucose test 552(80.9) 77.9-83.8 64(58.7) 49.3-67.5 246(82.2) 77.5-86.2 242(88.3) 83.9-91.6 * 
Check breasts for 
lumps 
170(44.7) 39.8-49.7 24(39.3) 28.7-54.1 60(38.2) 30.9-46.0 86(53.1) 45.4-60.6  
GP check breasts 277(71.6) 66.8-75.8 31(51.7) 39.0-64.3 110(68.3) 60.7-75.0 136(81.9) 75.3-87.0 * 
Mammogram 195(50.8) 46.1-56.0 29(48.3) 35.6-60.9 89(55.6) 47.8-63.1 78(47.6) 40.0-55.1  
Check testicles for 
lumps 
60(20.0) 16.2-25.3 9(17.6) 7.1-28.1 25(18.1) 12.5-25.4 27(24.5) 17.4-33.4  
GP check testicles 144(47.5) 41.9-53.1 17(33.3) 20.3-46.2 69(49.2)  58(51.8) 42.6-60.8 * 
Prostate exam 92(31.5) 26.4-37.0 16(32.0) 19.1-44.9 41(30.4) 23.2-38.6 35(32.7) 24.5-42.0  
Prostate blood test 188(62.5) 56.8-67.7 13(26.5) 14.1-38.8 92(66.2) 57.9-73.5 83(73.5) 64.6-80.7 * 
(* if significant association at the level of p<0.05 was found between type of living arrangement and the variables listed in the left-
hand column; ** two people had missing data for type of living arrangement) 
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 n (%) CI at 95% n (%) CI at 95% 
Gender  
Male 288(60.3) 55.7-64.5 275(57.5) 53.0-61.8 
Female 190(39.7) 35.4-44.2 203(42.5) 38.1-46.9 
Age groups  
50-59 years 259(54.2) 49.7-58.5 266(55.6) 51.1-60.0 
60-69 years 151(31.6) 27.5-35.8 151(31.6) 27.5-35.8 
70+ 68(14.2) 11.3-17.6 61(12.8) 10.0-16.0 
Region  
Border 84(17.6) 14.4-21.2 48(10.0) 7.6-13.0 
Midland 61(12.8) 10.0-16.0 28(5.9) 4.0-8.3 
West 43(9.0) 6.7-11.9 67(14.0) 11.1-17.4 
Dublin 28(5.9) 4.0-8.3 144(30.1) 26.1-34.3 
Mid-east 34(7.1) 5.1-9.8 36(7.5) 5.4-10.2 
Mid -west 104(21.8) 18.2-25.6 45(9.4) 7.0-12.3 
South East 55(11.5) 8.9-14.6 50(10.5) 8.0-13.5 
South West 69(14.4) 11.5-17.8 60(12.6) 9.8-15.8 
Health   
ADLs 2+ 15(3.1) 1.8-5.1 252(52.7) 48.2-57.1 
IADLs 2+ 19(4.0) 2.5-6.1 428(89.5) 86.4-91.9 
Self-report health (good) 384(80.3) 76.5-83.6 402(84.5) 80.7-87.3 
Self-report health (fair/ 
poor) 94(19.7) 
16.3-23.4 74(15.5) 12.5-19.0 
Self-report emotional health 
(good) 434(90.8) 
87.8-93.0 352(75.9) 71.7-79.5 
Self-report emotional health 
(poor) 44(9.2) 
6.9-12.2 112(24.1) 20.4-28.2 
Long term health condition  172(36.0) 31.8-40.3 335(71.0) 66.6-74.8 
Disability limits activities 92(19.2) 15.9-23.0 170(35.6) 31.4-39.9 
Medical cover yes 215(45.1) 40.5-49.4 462(97.3) 95.3-98.4 
Medical insurance yes 285(59.7) 55.1-63.9 27(5.9) 4.0-8.3 
Service use  
PHN 21(4.4) 2.8-6.6 56(11.7) 9.1-14.9 
OT 3(0.6) 0.1-1.9 110(23.0) 19.4-26.9 
Chiropody 21(4.4) 2.8-6.6 326(68.2) 63.8-72.2 
Physio 20(4.2) 2.6-6.4 129(27) 23.1-31.1 
Social work 0(0.0) 0 113(23.6) 20.4-27.6 
Psych/ counselling 9(1.9) 0.9-3.5 101(21.1) 17.7-25.0 
Home help 13(2.7) 1.5-4.6 16(3.3) 2.0-5.4 
Personal care attendant 2(0.4) 0.01-1.6 61(12.8) 10.0-16.0 
Meals on wheels 2(0.4) 0.01-1.6 4(0.8) 0.2-2.2 
Optician 52(10.9) 8.3-14.0 224(46.9) 42.4-51.3 
Dental 55(11.5) 8.9-14.6 283(59.2) 54.7-63.5 
Hearing 9(1.9) 0.9-3.5 60(12.6) 9.8-15.8 
Dietician 8(1.7) 0.7-3.3 128(26.8) 23.0-30.9 
Day centre 7(1.5) 0.6-3.0 280(58.6) 54.1-62.9 
Respite 1(0.2) 0 27(5.6) 3.8-8.1 
Health visit frequency  
GP 2+ visits 322(67.4) 63.0-71.4 410(93.0) 90.1-94.8 
A&E 75(15.7) 12.6-19.2 92(20.4) 17.1-24.3 
Nights in hospital 64(13.4) 10.6-16.7 51(11.6) 8.9-14.6 
Outpatient 200(41.8) 37.5-46.3 224(52.0) 47.6-56.5 
Screening  
Flu injection 237(49.6) 45.2-54.1 453(94.8)  94.4-97.9 
Cholesterol check 417(87.2) 84.1-90.1 427(92.6)  86.4-91.9 
Mammogram 193(40.4) 36.0-44.8 158(62.9) 58.3-66.9 
Prostate exam 124(25.9) 22.2-30.0 75(37.9) 33.6-42.2 
Prostate blood test 143(29.9) 25.9-34.1 120(61.2) 56.6-65.3 
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 n (%) CI at 95% n (%) CI at 95% 
Gender  
Male 91(38.4) 32.4-44.7 103(43.5) 37.3-49.8 
Female 146(61.6) 55.2-67.6 134(56.5) 50.1-62.6 
Age groups     
50-59 years 118(62.4) 56.1-68.3 152(62.1) 57.8-69.9 
60-69 years 67(28.3) 22.9-34.3 66(27.8) 22.5-33.8 
70+ 22(9.3) 6.1-13.7  19(8.0) 5.1-12.2 
Region     
Border 25(10.5) 7.1-15.1 31(13.1) 9.3-18.0 
Midland 30(12.7) 8.9-17.5 15(6.3) 3.7-10.2 
West 29(12.2) 8.6-17.1 32(13.5) 9.6-18.4 
Dublin 12(5.1) 2.8-8.7 36(15.2) 11.1-20.3 
Mid-east 15(6.3) 3.7-10.2 25(10.5) 7.1-15.1 
Mid-west 60(25.3) 20.1-31.2 28(11.8) 8.2-16.5 
South East 25(10.5) 7.1-15.1 36(15.2) 11.1-20.3 
South West 41(17.3) 12.9-22.6 34(14.3) 10.4-19.4 
Health   
ADLs 2+ 5(2.1) 0.7-4.9 60(25.8) 20.6-31.8 
IADLs 2+ 7(2.9) 1.3-6.1 109(71.7) 64.0-78.2 
Self-report health (fair/poor) 48(20.3) 15.6-25.8 21(8.8) 5.8-13.2 
Self-report health (good) 189(79.7) 74.1-84.3 216(91.1) 86.7-94.1 
Self-report emotional health 
(good) 
208(87.8) 82.9-91.4 193(85.0) 79.7-89.1 
Self-report emotional health 
(poor) 
29(12.2) 8.6-17.0 34(15.0) 10.8-20.2 
Long term health condition  86(36.2) 30.4-42.5 193(85.0)  
Disability limits activities 52(60.4) 50.1-70.7 34(15.0)  
Medical cover yes 100(42.2) 36.0-48.5 235(99.6) 97.4-100 
Medical insurance yes 114(48.1) 41.8-54.4 19(8.0) 5.4-12.9 
Service use  
PHN 13(5.5) 3.1-9.2 45(19.0) 14.4-24.4 
OT 0(0.0) 0-1.9 33(13.9) 10.1-18.9 
Chiropody 9(3.8) 1.9-7.1 126(53.2) 46.8-59.4 
Physio 5(2.1) 0.7-4.9 50(21.1) 16.3-26.7 
Social work 0(0.0) 0-1.9 53(22.4) 17.5-28.1 
Psych/ counselling 0(0.0) 0-1.9 37(15.6) 11.5-20.8 
Home help 7(3.0) 1.3-6.1 15(6.3) 3.7-10.2 
Personal care attendant 0(0.0) 0-1.9 16(6.8) 4.1-10.7 
Meals on wheels 0(0.0) 0-1.9 3(1.3) 0.2-3.8 
Optician 21(8.9) 5.8-13.2 125(52.7) 46.3-59.0 
Dental 30(12.7) 8.9-17.5 145(61.2) 54.8-67.1 
Hearing 3(1.3) 0.2-3.8 32(13.5) 9.6-18.4 
Dietician 2(0.8) 0.2-3.2 41(17.3) 12.9-22.6 
Day centre 2(0.8) 0.2-3.2 149(62.9) 56.5-68.7 
Respite 1(0.4) 0-2.5 22(9.3) 6.1-13.7 
Two or more health visits   
GP 2 162(68.4) 62.1-73.9 173(80.5) 74.6-85.2 
A&E 6(2.5) 1.0-5.5 14(5.9) 3.6-10.2 
Nights in hospital 26(11.0) 7.5-15.6 16(7.1) 23.7-35.7 
outpatient 46(19.4) 14.8-24.9 65(29.4) 4.3-11.2 
Screening  
Flu injection 109(46.0) 39.7-52.3 224(94.8) 91.1-97.1 
Cholesterol check 208(87.8) 82.9-91.4 207(92.0) 87.6-94.9 
Mammogram 87(36.7) 61.5-77.5 89(68.5) 60.0-75.8 
Prostate exam 73(30.8) 55.4-72.8 37(15.6) 27.8-46.3 
Prostate blood test 78(32.9) 59.9-76.8 34(14.3) 41.3-60.5 
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APPENDIX D5: DAILY CHOICE INVENTORY BY TYPE OF LIVING 
ARRANGEMENT AT WAVE 1 (N=753) 
 
  Tilda  
Independent/family 
Community group 
home Residential  
 
  n=753 % n=129 17.1% n=268 35.60% n=356 47.3% 
  x2   
p<=0.05 
what you eat? self 241 32.2 69 53.5 96 36.0 76 21.5 
* 




else  229 30.6 37 28.7 52 19.5 140 39.7 
 
what food is 
cooked? self 101 14.6 45 35.7 48 18.0 8 2.7 
* 




else  360 52.2 61 48.4 82 30.8 217 72.8 
 
what clothes 
you wear? self 369 49.1 88 68.8 175 65.3 106 29.8 
* 




else  206 27.4 23 18.0 35 13.1 148 41.6 
 
who you spend 
free time with? self 296 40.0 81 63.8 117 45.2 98 27.7 
* 




else  247 32.8 22 17.3 64 24.7 161 45.5 
 
where you go 
in free time? self 246 33.1 85 66.4 83 31.7 78 22.1 
* 




else  249 33.1 23 18.0 61 23.3 165 46.7 
 
how you spend 
your money? self 170 22.8 64 50.0 75 28.3 31 8.8 
* 




else  331 44.3 30 23.4 75 28.3 226 63.8 
 
what time you 
go to bed? self 548 73.1 110 85.9 218 81.6 220 62.0 
* 




else  116 15.5 12 9.4 20 7.5 84 23.7 
 
what job you 
have? self 147 32.5 48 50.0 67 36.4 32 18.5 
* 




else  186 41.1 25 26.0 65 35.3 96 55.5 
 
where you 
live? self 98 13.2 56 44.4 29 11.0 13 3.7 
* 




else  559 75.3 55 43.7 179 67.8 325 92.3 
 
who you live 
with? self 53 7.3 44 38.3 5 1.9 4 1.1 
* 




else  627 86.1 60 52.2 229 87.7 338 96.0 
 
what support 
you receive? self 65 8.8 36 30.3 19 7.2 10 2.8 
* 








what TV shows 
you watch? self 426 68.7 111 91.0 183 78.2 132 50.0 
* 








room? self 255 34.6 74 59.2 127 48.5 54 15.4 
* 








money? self 105 14.3 53 41.4 43 16.4 9 2.6 
* 











APPENDIX D6: DAILY CHOICE INVENTORY BY TYPE OF LIVING 
ARRANGEMENT AT WAVE 2 (N=701) 
 
  IDS-Tilda  
Independent/family Community group 
home Residential  
 
  n=696** % n=112 % n=305 % n=279 % 
x2   
p<=0.05 
what you 
eat? self 266 38.4 70 62.5 116 38.3 80 28.8 
 




else  168 24.2 19 17.0     67 22.1 82 29.5 
 
what food 
is cooked? self 121 18.1 42 37.5 55 18.2 24 9.4 
* 








wear? self 337 48.4 74 66.1 166 54.4 97 34.8 
* 








time with? self 306 44.5 78 69.6 131 43.2 97 35.5 
* 




else  145 21.1 9 8.0 60 19.8 76 27.8 
 
where you 
go in free 
time? self 232 33.7 76 67.9 88 29.1 68 24.8 
* 








money? self 140 20.2 47 42.0 61 20.2 32 11.5 
 




else  269 38.9 19 17.0 102 33.8 148 53.2 
 
what time 
you go to 
bed? self 521 75.1 98 87.5 233 76.4 190 68.6 
* 




else  59 8.5 4 3.6 24 7.9 31 11.2 
 
what job 
you have? self 162 34.4 62 58.5 68 31.6 32 21.3 
 




else  138 29.3 14 13.2 55 25.6 69 46.0 
 
where you 
live? self 112 16.5 63 56.8 31 10.5 18 6.6 
 




else  411 60.6 20 18.0 172 58.1 219 80.8 
 
who you 













receive? self 89 13.0 47 43.1 30 10.1 12 4.3 
 








watch? self 418 69.9 96 86.5 202 74.5 120 55.6 
* 








room? self 227 33.4 68 60.7 102 35.2 57 20.5 
 








money? self 93 13.7 33 29.5 47 16.0 13 4.7 
 




else  426 62.6 39 34.8 164 56.0 223 80.0 
 





APPENDIX D7: ITEM RESPONSE PROPORTIONS AND % OF MISSING 




 Self Supported Someone else % missing 
The food you eat? 32.0 37.1 30.4 0.5 
What food is cooked in 
your home? 
13.4 30.4 47.8 8.4 
The clothes you wear? 49.0 23.5 27.4 0.1 
Who you spend your free 
time with? 
39.3 26.2 32.8 1.7 
Where you go in your free 
time? 
32.7 32.9 33.1 1.3 
How you spend your 
money? 
22.6 32.7 44.0 0.8 
What time you go to bed? 72.8 11.4 15.4 0.4 
What job you have? 19.5 15.9 24.7 39.8 
Where you live? 13.0 11.3 74.2 1.5 
Who you live with? 7.0 6.4 83.3 3.3 
What support you may 
receive? 
8.6 13.1 76.0 2.3 
What TV shows you 
watch? 
56.6 10.9 14.9 17.7 
How you decorate your 
room? 
33.9 25.5 38.5 2.1 
Where you keep your 
money? 
13.9 17.9 65.7 2.4 
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Appendix E1: Publications and conference presentations 
 
Reports contributed to 
 McCarron, M et al (2014) Advancing Years, Different Challenges: Wave 2 IDS-
TILDA: Findings on the ageing of People with an Intellectual Disability. Dublin: 
School of Nursing and Midwifery, Trinity College Dublin 
 McGlinchey, E et al, (2014) Advancing Years, Different Challenges: Wave 2 IDS-
TILDA: Findings on the ageing of People with an Intellectual Disability. An 
Accessible Report. Dublin: School of Nursing and Midwifery, Trinity College 
Dublin 
 
Papers accepted or under review 
 
 Paper accepted for special QoL issue of the Journal of Intellectual and 
Developmental Disability. Sexton, E; O’Donovan, M-A; McCallion, P; McCarron, 
M; “Whose quality of life? Measures of emotional wellbeing and self-
determination in research with older adults with and without intellectual 
disabilities” 
 Paper reviewed and under correction for submission to Journal of Intellectual 
Disability Research. O’Donovan, M-A; Byrne, E; McCarron, M; McCallion, P, 
“Measuring choice for older people with an intellectual disability – a 




 IASSID 3rd Asia Pacific Regional Congress, August 2013, “Disaggregating for 
intellectual, interpersonal and learning disability – an exploration of the Irish 
National Disability Survey 2006” 
 IASSID 3rd Asia Pacific Regional Congress, August 2013, “A comparison of cross 
sectional and administrative data for people with an intellectual disability in 
Ireland” 
 Trinity College Dublin RNID student nursing seminar, November 2014, 
“Transitions for people with an intellectual disability: is there a role for the 
RNID?” 
 Psychology, Health & Medicine 10th Annual Conference, May 2013, “The role of 
place in the health of people ageing with an intellectual disability” 
 Irish Gerontological Society PhD Study day, 2013, “Changes in living 
arrangements in later life: Implications for health services and the health of the 
older person with an intellectual disability” 
Poster presentations  
 The International Association of Gerontology and Geriatrics European Region 
Congress, April 2015, “Choosing for oneself – the experience of choice for people 
with an intellectual disability as they age”  
 The International Association of Gerontology and Geriatrics European Region 
Congress, April 2015, “Are older people with an intellectual disability ‘ageing in 
place’? An exploration of IDS-TILDA”-,  
 Seattle Club Conference, UK, December 2014, “Changes in living arrangements 
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for older people with an intellectual disability, whose life is it anyway?” 
 IASSID Roundtable on Ageing and Intellectual Disability, 2013 “Residence and 
health service utilisation of older people with an intellectual disability” 
 SPHERE Conference January 2015, “Moving in Later Life: What is the Impact on 
Older People with an Intellectual Disability? 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
